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In spite of the myth of the “Two Cultures; science and literature have always 
been shaped by one another. Many of our most powerful scientific concepts, 
from natural selection to artificial intelligence, from germ theory to chaos 
theory, have been formed through the careful - and sometimes careless - use 
of written language. Poets, novelists, playwrights and journalists have taken 
up scientific ideas, medical research and new technologies, exploring them, 
reworking them, at times distorting or misjudging them, but always shaping 
profoundly the wider culture’s understanding of what they mean. This intimate 
and productive relationship between literature and science generated a steady 
stream of insightful scholarship and commentary throughout the twentieth 
century and has grown into a substantial field of study in its own right since 
the turn of the millennium. Where the idea of “Two Cultures’ does still have a 
hold, however, is in academic disciplines themselves. In schools and universities, 
we study science and arts subjects in different classrooms, taught by different 
people with different expectations. Literature and science studies has, so far, 
been largely a sub-discipline of literature, with only rare contributions from 
or addressed to scientific experts. In a world of ever-increasing specialization, 
failure to communicate across these disciplinary divides risks failing to appreciate 
the contribution that the study of literature can make to our understanding 
of science, medicine and technology, the uses that science makes of images, 
narratives and fictions, and the insights that scientists can bring to bear on 
literature and on culture at large. 

Explorations in Science and Literature aims to speak across this divide. It has 
a particular mandate to bring the insights of literary study to bear on science 
itself; to consider the significance of literature from a scientific point of view; 
and to explore the role of literature within the history of science. The books 
therefore examine the complex interrelations between science and literature 
in cross-disciplinary ways. They are written equally for scholars and students 
of literature and for scientists and science students, but also for historians and 
sociologists of science, as well as general readers interested in science and its 
place in culture and society. By showing how each field can be enhanced by a 
knowledge of the others, we hope to enrich scientific as well as literary research, 
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and to cultivate a new cross-disciplinary approach to fundamental questions in 
both fields. 
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studies that consider how science itselfhas been articulated. Along with literature 
in the broad sense of written texts, books in the series will also consider other 
cultural forms including drama, film, television, and other arts and media. 


John Holmes, Anton Kirchhofer and Janine Rogers 


Introduction 


Alzheimer’s disease: A twenty-first-century first-world scare 


She was not Inés any more, she was only a body in front of the doctor, a handful 
of inner organs, two lungs, a brain that was destroying itself. 
Andrés Barba, Ahora tocad música de baile’ 


We are, above all, human beings with strengths and weaknesses, highs and lows, 
and with a disease that touches an organ of our body: the brain. 
Claude Couturier, Puzzle, Journal d'une Alzheimer? 


When we think about dementia or Alzheimer’s disease, we think about it in 
terms of loss: the loss of mental capacity, the loss of skills and agency, the loss 
of memory, identity and personhood.’ This book charts the development of 
this discourse from its origins in the nineteenth century to the present day 
and specifically considers concepts that have shaped the neurological and 
psychological understanding of dementia. It explores the extent to which the 
societal dementia discourse, which induces Andrés Barba to remove Ines’s 
personhood and reduce her to mere bodily parts, is rooted in a science-led and 
medicine-adopted discourse. This discourse relates the broad-spectrum concept 
of loss of cognition, personhood and identity to the actual loss of cells in specific 
brain areas, as illustrated by the following extract from Brain Facts, a public 
information initiative of the Society for Neuroscience launched in 2012: 


Initially, people experience memory loss and confusion ... symptoms of AD 
[(Alzheimer’s disease)] gradually lead to behavior and personality changes, a 
decline in cognitive abilities such as decision-making and language skills ... AD 
ultimately leads to a severe loss of mental function. These losses are related to 
the worsening breakdown of the connections between certain neurons in the 


brain and their eventual death.* 
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I worked in experimental research related to Alzheimer’s disease and other 
forms of dementia for fifteen years and have participated in this scientific 
discourse. Underlying it is what Nikolas Rose and Joelle M. Abi-Rached have 
termed a ‘neuromolecular style of thought. This way of reasoning argues that 
mental states express themselves in material processes in the brain, and that these 
processes can be anatomized at a molecular level.” Applying this style of thought 
to reading literary texts could lead me to argue that a focus on unravelling 
molecular mechanisms of cell death in dementia has reduced patients to mere 
carriers of symptoms; and that this reductionism, as we hear it in the voice of 
Inés’s husband Pablo, underestimates patients’ need for and right to dignified 
care. But how well can Inés’s objectification be explained by the appropriation 
within caregiver discourse of scientifically and medically sanctioned concepts 
of loss and reduction? Or is Pablo’s objectification of his wife the result of 
overwhelming burdens of care placed on the caregiver? These questions bridge 
material-scientific and discursive-cultural understandings of Alzheimer’s disease. 

Concern with this nexus of issues has pushed my research interests more and 
more towards the intersection of literature, science and medicine. I began to 
focus on the context in which specific scientific and medical texts have been 
produced. I had to change my view of scientific work as being merely an isolated 
discipline of knowledge acquisition: science and its published products are 
clearly a form of culture. The process in part has turned me into a subject of my 
own enquiry, as I have come to understand my scientific research as historically 
situated. My initial work developed in the context of the early 2000s’ fascination 
with biomarkers (which this book covers in Chapter 5), while later studies, in the 
framework of my Habilitation, evolved in response to growing doubts about the 
validity of specific disease hypotheses (discussed in Chapter 7). But this is not 
to say that this study is an auto-ethnographic work by a neuropharmacologist- 
turned-health-humanities researcher; nor is it evidence of lived two-culture 
splits that tell of the frustrations of a scientist healed by turning to literature. 
Science is neither weak nor wicked. It studies aspects of health and disease which 
the health humanities have no access to; and, vice versa, the medical humanities 
open additional perspectives onto health and illness. 

But medical systems, especially in rich societies, have increasingly failed the 
patient. This is a phenomenon not unique to dementia: patients are objectified 
in the process of diagnosis and functional assessment of many diseases, and 
healthcare programmes continue to develop around the notion of the patient 
as burden and as having no voice.’ The patients diminished capabilities, 


dependence and passivity are central to the cultural dementia narrative (i.e. 
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how the conditions nature and patient’s identity are perceived and understood 
in Western societies today); and this narrative has become core to beliefs about 
dementia in the wider cultural and societal discourse. As this book will show, 
health humanities work, including literary scholarship, has greatly assisted the 
patient on the journey back to centre stage. Yet, this has come at the price of 
what I increasingly perceive to be an antagonistic mode that sets up the sciences 
against the humanities. This happens because the biomedical approach has 
become a hold-all for processes that remove the personhood from the patient, 
where the effects of the scientific and the medical are insufficiently separated 
out, either in terms of discourse developments or in terms of their preferred 
methodologies, goals and interest groups.’ This study, although it strongly aligns 
itself with the medical humanities, is not a priori intended as a ‘challenge and 
corrective to the hierarchies of evidence that have come to define theoretical, 
practice-based and policy-oriented instantiations of the biomedical.’ Rather, it 
will illustrate how current criticism of the biomedical approach could be more 
nuanced by drawing attention to the crucial difference between the process of 
methodological reductionism in science research and notions of objectification 
in medical and clinical practice. 

This book explores to what extent the current cultural dementia narrative is 
grounded in historical scientific and medical language related to brain diseases, 
beginning with its origins in the nineteenth century, when the condition was 
first described as an organic disease, to the present day, when it is viewed as a 
disorder of cognition. I pursue a historical approach, because I share the view 
of medical historian Jesse F. Ballenger that ‘without a sense of history, without 
the ability to construct a coherent narrative linking the present to the past 
as well as the future, public discourse on Alzheimer’s will itself be confused, 
disoriented.!’ I pinpoint changes in the scientific and medical understandings 
of dementia throughout the long twentieth century, and examine how these 
changes have influenced the wider cultural thinking about dementia over 
time. I take Ballenger’s groundbreaking study as an invitation to historicize the 
literary approaches to dementia and Alzheimer’s disease. Marlene Goldman has 
thought along these lines in her recent work on narratives about Alzheimer’s 
disease in Canada. She turns to literature ‘because fiction often explicitly or 
implicitly adopts a non-biomedical, historical approach to dementia, although 
she largely focuses on how current literary productions explore historically 
inflected notions of the condition.” 

The present study, by comparison, takes literary writing as an active 
contributor to discourse developments throughout the entire period under 
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investigation; in doing so, it critically negotiates the possibility that literary 
writings perpetuate and enhance biomedical discourse. It contends that whole- 
person approaches - approaches that acknowledge the patient as a feeling, 
thinking, communicating and engaging individual, with a mind and world of 
experience of their own - can integrate an understanding of Alzheimer’s disease 
as a local pathological entity - an organic condition of the brain. Conversely, 
I argue that considering Alzheimer’s disease as a whole-person phenomenon 
can equally subject the patient to a process of objectification ascribed to 
biomedical discourse. My overarching aim is to understand where the cultural 
path taken by the presentation and perception of dementia - since its respective 
definitions as an organic disease around 1900 and a cognitive, performance- 
limiting condition around 2000 - leads the illness and its sufferers to in the 
twenty-first century. Two processes interest me in particular: how have literary 
renderings of dementia been shaped by an evolving medico-scientific dementia 
discourse, and how has this cultural narrative fed back into the scientific and 
medical gaze at the condition? To address this, I will attend to four different 
kinds of text: fiction (including film), caregiver accounts, patient life-writing, 
and scientific and medical texts as well as their popular echoes in mass media 
reports and generally accessible scientific book publications. 

Fictional representations can be understood in part as an expression of 
societal and cultural developments, and fictional depictions such as Andrés 
Barba’s can be taken as both a product and an illustration of the current cultural 
dementia narrative. Caregiver life-writing, in turn, gives us a glimpse into how 
family members make sense of the illness; but the existence of these texts itself 
appears to objectify the patient. Such objectification has motivated individuals 
like Claude Couturier to reclaim identity and selfhood through their writing. 
Patient accounts convince me that dementia life-writing is well positioned to 
instigate a counter-discourse that focuses attention on patient experience and 
makes this experience central to both: the medico-scientific understanding of 
the condition and sociopolitical approaches to the illness." Cultural renderings 
of dementia and ageing, indeed, do feature in more and more specialist clinical 
journals.’ These papers evince a clear interest by the medical and scientific 
professions in cultural representations of dementia. They also suggest that 
cultural images as well as the patient’s and caregiver’s own writing can reshape 
medico-scientific dementia discourse: I will explore this through analysis of a 
selection of scientific and medical research papers. 

These different types of text already point to the fact that the condition is 
not only a scientific concept caught up in what Oliver Sacks termed neurology’s 
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‘deficit’ language: language that denotes ‘loss of speech, loss of language, loss 
of memory, loss of vision, loss of dexterity, loss of identity and myriad other 
lacks and losses of specific functions (or faculties)." It is also an experience. And 
as such, the narrative of loss in relation to Alzheimer’s disease reaches beyond 
what the biomedical model of the condition can explain. With the rise during 
the second half of the nineteenth century of cellular theories and the notion of 
mental life residing in a granular substance, the cell came to be understood as 
the locus of the disease. Wider cultural discourse began to link the integrity of 
the cell to that of identity. As William R. Clark puts it in his account of cell 
death as a creative principle, ‘Human beings seem to have decided that cells of 
the brain are more important in defining life than other cells!‘ Once brain had 
acquired mind, wider sociocultural concepts equated the loss of cognitive skills 
and memory with the patient’s loss of awareness and self; and concepts that link 
a sense of self to a sound mind (hence functioning brain) and intact memory 
link this sense of self also to the ability to narrate.'’ 

In addition, there is a growing preoccupation with dementia as the synthesis 
of old age and illness.'* Ageing itself is equated with experiencing loss - the 
loss of family and friends, the loss of opportunities, power and prowess.'? 
Celebratory perspectives on ageing - notions of gain, growth and progress - 
hardly seem to feed into the current cultural dementia narrative. Instead, 
biological understandings of ageing appear to reinforce a dementia narrative 
that centres on loss; and a lot of gerontological research and geriatric practice 
integrates ‘social values responsible for ageism and the declining status of old 
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people. On top of all this, the perception of dementia has become yoked 
to loss of wholeness, loss of certainty, loss of control, loss of freedom to act, 
and loss of the familiar world’ that is fundamental to any experience of severe 
illness.*! 

Ihe cultural profile of the condition is partly related to significant 
demographic shifts in Western societies and the politicization of these shifts. 
Alzheimer’s disease has become the most common form of dementia among 
the elderly. And, representing the most feared neurological condition today, 
it has also turned into a trope for all forms of dementia. This anxiety is played 
on by the popular press in relation to the condition’s epidemic proportions. 
Cultural figures about dementia include images of a ‘rising tide’ and 
‘millennium demon; and the condition has become a metaphor for all kinds 
of sociopolitical ills.” This is also the case because plague-like terminology 
abounds which, as Susan Sontag explicated in relation to a quite different 


disease, 
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has long been used metaphorically as the highest standard of collective calamity, 
evil, scourge ... Although the disease to which the word is permanently affixed 
produced the most lethal of recorded epidemics, being experienced as a pitiless 
slayer is not necessary for a disease to be regarded as plague-like. [An illness] 
has been regarded as a plague ... not because it killed often, but because it was 
disgracing, disempowering, disgusting.” 


This book will delve into the historical grounding of objectifying patient 
presentations and explore how specific metaphorical language became affixed 
to condition and patient. 


Dementia in history 


Dementia has been conceived of as both an abstract and isolated molecular 
event and a condition related to an individual as a whole. Recent sociological 
work elaborates on these continued tensions: first, whether behavioural changes 
are the manifestation of a distinct pathology or are inherently related to ageing; 
second, whether specific organic changes in the brain cause behavioural changes 
or whether the process of ageing itself impacts on the mind and leads to changes 
that are pathological; and third, whether dementia is socially conditioned or 
genetically programmed.” 

While the second and third such tensions emerge successively from medico- 
scientific work at the end of the nineteenth and twentieth centuries, the first 
issue resonates with longstanding ideas about memory loss and ageing. 
Homer associated ageing with physical change, Juvenal coupled it with ideas 
of second childhood and foolishness and Horace described it as anticipating 
death.” In ancient Greece, figures of public life, such as Xenophon, ‘hesitated 
to live a longer time lest he be forced to pay the penalties of old age - to ... 
fail in intellectual capacities’; and literary representations feature characters like 
Strepsiades in Aristophanes’s comedy The Clouds, who ‘has a bad memory, is 
dull of comprehension, and is too old to learn.” I agree with Pat Thane that we 
should not draw simplified cultural perceptions from classical Greek comedy.” 
But such literary stereotypes could not exist in a conceptual void, even if modern 
scholarship of classical texts can find almost no reference ‘specific to mental 
illness in old age‘ 

I do not claim that the present-day cultural dementia narrative has its roots 
in the Ancient World, nor do I read currently recognized symptoms of dementia 
into the cultural expressions of a society that thrived more than two thousand 
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years ago.” However, I agree with Helen Small ‘that what philosophers and non- 
philosophers have had to say about old age has, in essence, changed very little 
since classical antiquity? Shakespeares King Lear is perhaps the most frequently 
mentioned post-classical portrayal of ageing as a state characterized by memory 
loss and ‘second childhood’ In common with Nina Taunton, I identify Lear 
as ‘driven by anger and shame, two emotions associated with aged impotence, 
as acting under ‘a misguided belief that he continues to wield power over his 
children and over nature itself.” Yet, Lear’s behaviour is frequently linked to 
Alzheimer’s disease. Work claiming parallels between Lear and the clinical 
case of a ‘frail elder’ and probable Alzheimer’s, that “Lear’s increasing isolation 
results from a tragic combination of cognitive impairment, caregiver stress, 
and generational conflict; is one such example.” Shakespeare’s interest in the 
development of character and familiarity with the human experience have been 
observed to invite continuous reinterpretation for a contemporary audience.” 
Still, I read such contemporary keenness to identify Alzheimer’s disease in 
cultural representations of the Antiquities, Middle Ages and Early Modern 
Times first and foremost as a manifestation of the current societal concern with 
the condition. 

From the end of the sixteenth century until well into the eighteenth, the 
term ‘dementia was employed as synonymous with ‘melancholia and ‘madness: 
By the late eighteenth century, the term held the meaning ‘out of one’s mind, 
around the time when the condition began to be treated as a mental illness.” 
This idea of the condition built on a growing interest in brain pathology, 
which emerged from the biological psychologies of Erasmus Darwin, Franz 
Josef Gall and other brain scientists, from the 1790s onwards, and played a 
crucial role in establishing the brain ‘as the organ of thought.” Methodological 
progress and technical advancements which became available towards the end 
of the nineteenth century supported the idea that the various morphological 
subdivisions of the brain consisted of discrete areas of particular function, 
which enabled development of a ‘materialist science of the self.” By the 1880s, 
biological explanations of physiological phenomena also included a changing 
conceptualization of dementia. 

The structure of the modern sciences of memory became established between 
1874 and 1886.” In particular, lesion theories began to fuel enquiries into 
potential links between bodily signs (symptoms related to a failing mind) and 
organic (cerebral) changes. The changing methods of clinical observation led, as 
Michel Foucault argued, to the ‘projection of illness onto the plane of absolute 
visibility’ and a ‘gaze [that] dominat[ed] the entire field of possible knowledge.” 
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Alois Alzheimer’s case of Auguste D. in 1906 is widely considered a landmark.” 
But it was part of a much larger shift in the discipline’s approach to dementia, 
driven by new methodologies that created different conceptual perspectives.“ In 
this instance, the new methodologies included an expanding array of visualizing 
techniques, among them a nerve cell staining method developed in 1872 by 
Camillo Golgi (1843-1926). This staining technique enabled the study of the 
morphology of the brain, including pathological changes. And this, in turn, 
fuelled in the wake of Alzheimer’s work a neuroscientific redefinition of the 
condition as an organic disease of the brain. 

The nineteenth-century fin de siécle has attracted scholarly attention not 
only because of the ‘new technologies that became available ... the new sites 
of scientific enquiry thereby opened, and the new forms of knowledge they 
facilitated. It was also a time when ‘biological explanations of psychological 
states held sway’ and ‘ideas about the functioning of the mind and body seeped 
from science into broader cultural discourses.“ In the context of the memory 
sciences, literary notions of memory impairment throughout the nineteenth 
century became increasingly related to concepts of lesion as a form of loss. 
Nicholas Dames, for example, establishes a clear link between the researched 
understanding of memory and the literary representation thereof, and Sally 
Shuttleworth shows how fictional representations of memory changed during the 
second half of the nineteenth century.“ Also from a wider cultural perspective 
the fin de siécle makes a suitable beginning for this study. The concept of identity 
in dementia has shifted in response to changes in the meaning of terms such as 
‘idiocy; ‘retardation, ‘senility’ and ‘madness.“ These shifts happened, towards 
the end of the 1800s, in response to changing societal preoccupations, scientific 
understandings and wider cultural concerns about health and disease.” And 
related to this, socio-economic, political and legal language at the fin de siecle 
assumed a decidedly degenerative aspect.“ This suggests there existed, at the end 
of the nineteenth century, a range of dimensions to the cultural counterparts of 
the evolving medico-scientific discourse of dementia. 

This study is not meant to foreground ageing, but there is consensus that ‘the 
quality of our ideas about the meaning of aging has considerable implications 
for medical ethics and practice, psychotherapy and the education of older 
people, research on the biology of aging and the prolongation of human life, 
public policy, and religious and spiritual life. These insights directly feed into 
social, cultural, political and economic implications of dementia. In addition, 
attending to the close connections between ageing and memory loss will help 
to explore questions of identity within dementia. “When we think about old 
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age, emphasizes Helen Small, our thinking rests on larger, but usually tacit, 
assumptions about what a life is, what a person is, what a good life is, what social 
justice is, and much else besides. Small explores questions of identity and agency 
within Alzheimer’s disease, arguing that the experience of decline and ageing 
depends on personal, political as well as historical circumstance.° The same is 
true for how ageing is negatively viewed in Western culture and how ageism 
is gendered, that is, how old men and women are treated differently within a 
wider presumption of ageism. Discourses of ageing and gender both influence 
how individuals with dementia are stereotyped negatively - in the wider societal 


discourse as well as in cultural productions. 


Methodology: Literature and science 


The core procedure of my research is to read literature alongside science and 
medicine in a way that takes into account the emphasis placed by scientific as 
well as medical research on dementia as being, first, mental, behavioural and 
psychiatric; second, bodily, organic and biochemical; and third, cognitive and 
performance-limiting in nature. 

I distinguish science from medicine based on how their practices relate 
to the patient. For the purpose of this study, I take science to denote medical 
science: an applied discipline, whose ‘goals are interventions to produce health.*! 
Medical science research takes place in the laboratory and uses, for instance, 
tissue samples; in its procedures and approaches it comes close to what Bruno 
Latour terms ‘technoscience‘” It relies on simplified model systems or focuses 
on individual molecular events. This practice is necessary so that the conclusions 
drawn can remain objectively true within the methodological framework 
employed. Where this practice directs understanding that the whole system can 
be explained by causalities and connections between the individual molecular 
events investigated, it may become problematic and reductionist. It overlooks 
that, with each hierarchic level, ‘entirely new laws, concepts, and generalizations 
are necessary, requiring inspiration and creativity to just as great a degree as in 
the previous one.” Such reasoning is especially important where medical science 
involves the patient, for example, for the collection of imaging data. Here, I see 
an overlap with medicine. This area of overlap technically concerns the sphere of 
scientific medicine. It is in this area of overlap that scientific research procedures 
have been applied to studying, for instance, molecular pathways in the living 
patient; and from here approaches ‘generated by the microperspectives of 
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biomedicine’ make their way into the area of medicine.** My use of the term 
“medico-scientific’ in this book acknowledges the blurred nature of this area of 
overlap. But medicine is much more than applied medical science.” 

I use the term ‘medicine’ in the context of clinical work, a practice in which 
the healing of, and the care for, the individual patient is the primary concern. It is 
in these settings that cognitive assessment takes place, behavioural observations 
are made and psychiatric research is carried out. Where thinking within the 
framework of reductionist scientific research procedures filters into such clinical 
encounters, objectification of the patient may ensue as the practitioner aspires to 
intervene in the molecular process gone awry - without embracing the further 
dimensions relevant to any illness experience, including considering the patient 
as the ultimate authority of and within their condition. What my investigations 
will not aim for is to describe how knowledge articulated in a single case report 
becomes part of a body of scientific learning. The process of experimental 
work itself and how research results become part or not of a specialist journal 
publication is not my focus. Nor am I primarily interested in what Bruno Latour 
termed ‘the disorderly mixture revealed by science in action’ in relation to 
Alzheimer’s disease.” 

Popular science contributes to the public understanding of what is going on 
inside research laboratories. But especially where popular science is concerned 
with medical science, it is a genre prone to blurring medical science, scientific 
medicine and clinical and healthcare practice, for example, by telling its story 
through the prism of medical cases. Although not always possible, my intention 
is to separate these entities, which is reflected in my choice of primary research 
materials, as I will read scientific research papers and popular scientific 
publications side by side. The research papers included relate to core scientific 
questions and medical concepts that were developed during the long twentieth 
century. I specifically address the central early papers related to Alzheimer’s 
disease, between 1907 and the 1960s (Chapters 2 and 3), and discuss the 
seminal publications appearing in the high-impact journals Science and Nature 
once research picked up from the 1980s onwards (Chapter 5). From the 1990s 
onwards, biomedical research accelerated with the number and diversity 
of scientific journals drastically increasing and publication in high-impact 
journals becoming more and more competitive. For covering the final three 
decades (Chapters 6 and 7), I therefore choose representative research articles, 
whose citation frequency is suggestive of their scientific relevance as much as 
the impact factor of the journal in which they appeared. My reading of the 
medico-scientific literature, lay press and popular science texts will attend to the 
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figurative language used in the context of patients and illness. But it also includes 
the language related to biomolecular and cellular events as well as behavioural 
and psychiatric symptoms and descriptions. 

Scientific specialization since the 1950s does complicate this procedure. 
Ever more compartmentalized expert knowledge and professional language 
have made biomedical research nearly inaccessible to the general reader. My 
analysis puts these publications not only into their historical but also their 
scientific context. But such scientific contextualization is not intended as a 
running commentary on recent research projects or an assessment of state-of- 
the-art treatment strategies. Similarly, popular scientific texts cannot serve as 
a more easily accessible substitute for primary scientific papers. I use popular 
scientific outputs as primary research materials in themselves rather than as 
an objective source of information on scientific findings, because the selective 
emphasis of popular scientific texts reflects fascination with particular 
methodologies or insights symptomatic of a specific cultural context. I have 
made every attempt to explain scientific ideas in generally accessible ways 
in the running text, without introducing new metaphorical concepts. For 
clarity, I follow the abbreviations used in each research paper, but since 
these abbreviations vary from paper to paper, I do not employ abbreviated 
terminology throughout the running text; I also offer lay definitions of current 
medical and scientific understandings in the glossary at the end of this book, 
although these definitions cannot be free of the metaphorical understandings 
that this study aims to investigate. 

Metaphoric language is key to this study. Metaphors are, as Andrew 
S. Reynolds puts it so well, ‘a central element of the scientific process, every bit as 
important as the material instruments and microscopes with which [scientists] 
investigate and create understanding of the world.” But they also represent a 
challenge to interdisciplinary conversation.” I employ the relevant terms as 
they are used in each context: metaphoric or non-metaphoric. More generally, 
I take images and metaphors as ‘rhetorical tools in the construction of a public 
meaning, but also as ‘intermediaries, establishing a link between nature and 
society, science and culture, reality and representation.” I want to understand 
why specific images related to Alzheimer’s disease are so persistent, and why 
certain research concepts maintain a dominant position in both the medical 
sciences and health humanities, at the expense of the patient’s individuality and 
personhood. Nearly all the contributions on patient life-writing published to 
date concentrate on how these accounts capture changing notions of selfhood 
and identity.” 
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This means that I am not invested in drawing ‘arrows of influence; as G. S. 
Rousseau would have it. With the exception of a few cases of recent life- 
writing, I do not claim their authors were directly engaged with Alzheimer’s 
disease research. Rather, I take literary texts to be representative examples of 
certain moods and discourses or phenomena at a given time. I do not contend 
that literary writing serves as an access point of information about the condition 
per se, not least since a fictional plot might require ‘a measure of idealization or 
vilification’ of character or condition.” But I agree with writer and literary critic 
Stefan Merrill Block, who, with reference to dementia fiction, intimates: Tm left 
with urgent questions that only fiction can answer: What do those late stages feel 
like? What is it like to lose oneself and still live? Could there be some essential 
kernel of selfhood that survives until the end? Mid- to late-stage sufferers, 
lost in their aphasia, can’t explain it to us’ Therefore, I ask what models, and 
perhaps alternatives, fictional accounts develop. More generally, I argue that the 
fascination with specific narrative themes and strategies coincides with selected 
research interests or medical concerns, that certain narrative trends have given 
us the terms in which we have come to understand dementia, consciousness and 
the mind. 

I especially focus on prose, mindful of ‘the essentially narrative nature of 
human consciousness. I am interested in how, for example, modernist and 
postmodernist approaches to consciousness developed ideas of dementia, 
and what conceptual overlaps there are with wider medico-scientific and 
sociocultural concerns during specific periods. Like David Herman, I take 
such approaches to be ‘a window onto changes and innovations in the wider 
sociocultural context.” But this is not to say that I exclude either poetry or 
drama. The latter offers additional perspectives on interactional challenges (to 
which I return in Chapters 6 and 7); a specific example of the former allows for 
an analysis of the density of nouns linked to the condition during the initial 
popularization of Alzheimer’s disease (Chapter 4). I also include film, taking 
entertainment culture to be a key indicator of broader sociocultural concerns 
especially since the last third of the twentieth century. 

In thinking with different narrative themes and trends, this book relies on 
close readings across a range of genres, including the family novel, detective 
fiction and children’s literature, each of them emerging and dominant at 
different times. Following John Frow, I take genre, albeit dynamic and elastic, 
as given by three structural dimensions, namely formal organization, rhetorical 
structure and thematic content. Genres can change in response to cultural 


shifts, and, given the possibility for change, I am particularly interested in two 
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things: which narratives were told at particular times, and how these narratives 
were conditioned by the genre through which they were told. In addition, 
I explore how genre predetermines representational expectations and what we 
learn about shifts in cultural climate and discourse developments where such 
expectations remain unmet. 

Different genres produce (but also delimit) different kinds of representations 
of clinical encounters, agency and subjectivity, depending on cultural and 
historical context.” There also is an enormous difference in purpose and tone of 
life-writing as compared to fiction. This is why I read patient and caregiver life- 
writing - memoirs, autobiographical accounts and diaries - against contemporary 
illness narrative theory, which to date has only to a limited extent touched upon 
cognitive and neurological disorders. I will focus on questions of the different 
concerns of the patient as compared to those of the carer, and those of the 
spouse as compared to those of the adult child. But in comparison to my earlier 
work on life-writing which attended to agency and independence, I particularly 
concentrate on the author-narrator’s emphasis on scientific evidence, treatment 
strategies and attention to the loss of performance as compared to remaining 
abilities. Aware that life-writing is limited in how much it can depict the 
dissolution of the self, I will read these narratives against memory-related 
concepts of identity, and specifically focus on how representations depend on 
cultural and historical connotations of memory, cognitive performance and 
self-sufficiency. Dementia life-writings are limited in number. I expand my 
reading by including life-writings, inter alia, by Huntington’s and Parkinson's 
disease dementia patients and even fictional accounts that centre on them. My 
premise is that comparing these narratives to those on Alzheimer’s disease will 
help me address how memory-related brain diseases are considered to threaten 
identity, not least since motor neuron diseases like amyotrophic lateral sclerosis, 
and Parkinson's disease, by comparison, predominantly feature impaired motor 
function. 

In view of the central role taken by German, French, Italian and British 
scientific research during the nineteenth century and the first two decades of the 
twentieth century, to begin with, this study centres on European developments. 
It will emphasize how a dementia discourse - how the medico-scientific and 
clinical establishment defined, and terminologically referred to, the condition - 
developed across Europe. The impact of Alois Alzheimer’s research on twentieth- 
century science and medicine will become clear from including transatlantic 
research and politics: sociopolitical awareness of ageing and related research into 
old-age diseases arose much earlier in the United States than in Europe, during 
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the first decade of the twentieth century.‘ My literary and cultural consideration 
therefore echoes this pattern. 

The choice of narratives discussed is the fruit of broad reading across British 
and other European, North American and Australian literatures, and the resulting 
selection is representative of the key themes of the century-long cultural dementia 
discourse. I take early-twentieth-century narratives from the British context, 
while my selection of 1980s and 1990s fiction focuses (though not exclusively) 
on American and German contexts. I also look at life-writing of the 2000s and 
take into account the French, Italian and Spanish situation. This approach is 
complicated by the fact that a country’s cultural inheritance produces specific 
images. But the narratives chosen reflect themes and cultural developments that 
I have identified in parallel works of other national contexts, and I will position 
them in relation to primary texts that already have a strong readership. 

This approach is supported, for instance, by Raquel Medina’s recent work. In 
an intersectional study of non-mainstream filmic portrayals of dementia, the 
Spanish scholar reveals how Alzheimer’s disease is approached metaphorically 
to explore issues of gender and ageing across world cinema. In other work, 
Medina has studied how biomedical discourses of ageing and dementia are 
negotiated within Spanish documentary; I find largely the same principles 
of medicalization and politics of memory at work in Dutch fiction (which 
I read in English translation) and American life-writing. Intergenerational 
challenges of caregiving feature in Spanish cinema in a way that is comparable 
to my reading of Italian narratives and German films.“ Similarly, dementia 
caregiver and patient mobilization in France has been identified as echoing the 
American movement.” By engaging with material from different cultural and 
national backgrounds within their respective contemporary medico-scientific 
and sociopolitical contexts, I suggest that cultural concerns about Alzheimer’s 
disease and dementia have varied only in degree, not kind - that today there 
exists a common global concern about the condition. That said, as my archive 
suggests, this study focuses on the global North. For the global South, the tale of 
the meshing of science and culture has not been told in the same depth and detail. 
In addition, unlike in the global North where ‘aging followed industrialization, 
in Africa, India and other Asian countries the timelines of development, urban 
migration and improving standards of living (at least for a growing proportion 
of society) have been compressed together.” As such, I would not want to 
extrapolate my findings indiscriminately to developing nations, although I will 
point to different conceptualizations of ageing and illness in countries especially 
of the global South. 
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As this work seeks to trace cross-cultural discourse developments, I have 
relied, wherever possible, on original language texts, and offer my own working 
translations in citations. This approach also avoids reliance on present-day 
translations of earlier, key scientific papers, because these translations carry the 
intellectual assumptions of a century-long discourse it is the purpose of this 
work to examine. 

Following the contemporary scientific and/or medical discourse, I employ 
the term ‘dementia in relation both to a diseased brain and a failing mind, 
a local pathological entity or a condition related to the whole person. The 
terms ‘Alzheimer’s’ and ‘Alzheimer’s disease’ are interchangeable, and I adopt 
‘Alzheimer’ (disease) only where original work employs this form. I use the term 
‘Alzheimer’s disease’ where the condition is referred to as such in the medico- 
scientific context; where it relates to an experience; and where the sociocultural 
or popular discourses employ it, whether as a synecdoche or construct for types 
of dementia other than Alzheimer’s disease, such as vascular dementia, dementia 
with Lewy bodies, frontal lobe disorder and Parkinson’s and Huntington’s 
disease. I prefer the terms ‘sufferer’ and ‘patient’ where the individual with 
dementia is the object created by the scientific, medical, healthcare, popular or 
societal discourse of the ‘healthy’? I avoid such terminology when exploring 
the life-affirming presentations of individuals living with dementia and where 
changes in discourse take place.” I define the caregiver as the person who writes 
about the patient, although her or his role might not primarily be to look after 
the patient.” 


Overview 


This book is divided into four parts. Part I (Chapter 2) provides an account of 
how the work of clinicians before 1920 changed the definition of dementia from 
a psychiatric condition to an organic disease, which sanctioned sociocultural 
perceptions of dementia as a form of degeneration. Part II (Chapters 3 and 4) 
analyses the dynamics between literary images of the elderly with memory loss 
and the socio-medical awareness of the ageing population since the 1940s, which 
eventually led to an exponential increase in research funding for Alzheimer’s 
disease. Part III (Chapters 5 and 6) investigates how, during the 1980s and 1990s, 
reductionist research methodologies began to be used in scientific medicine, 
and how this impacted on the objectification of patients and reformulated the 


illness as one of limited cognitive performance. It also analyses how detective 
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fiction, while reflecting the period’s fascination with cognitive performance, 
helped to claim back authority for patients. Part IV (Chapter 7) illustrates 
how recent medico-scientific research has focused on disease prediction and 
prevention, while concurrent patient advocacy has led to the redrafting of a 
biopsychosocial approach to patient care. Fiction and life-writing has begun 
to show a growing sociocultural and healthcare appreciation of the continued 
personhood of people with dementia. Such literature challenges the concepts 
of loss and degeneration that continue to dominate socio-economic thinking. 

Part I (Chapter 2) explains how the conversation between science, medicine 
and literature related to dementia first arose in the second half of the nineteenth 
century when psychology began to take shape as an academic discipline organized 
around the science of memory. This instigated the systematic neurological study 
of the dementias at the fin de siécle. The microscopic observations of tissue loss 
by Alois Alzheimer and other researching clinicians during the first two decades 
of the twentieth century were taken to corroborate a psychiatric definition of 
dementia as a form of degeneration. Reflections of this can be found in literary 
works of the period: the ailment of John Galsworthy’s Timothy in The Forsyte 
Saga (1906-21) - one of ageing, decline and loss - is a micro-cultural image of 
macro-cultural concepts of degeneration at the fin de siécle. 

Between the 1910s and 1930s, brain inspection was carried out in younger 
as compared to old-age patients, who increasingly were all conceived to be in 
stages of involution. By the 1940s, this way of looking at the brain had narrowed 
dementia down to a biomolecular process of shrinkage and loss. In There 
Were No Windows (1944), the Irish novelist Norah Hoult explores notions of 
disorientation in space and time as well as issues of care. The fate of the central 
character Claire Temple illustrates the growing general awareness of ageing 
mid-century, and it brings out the link between ageing and memory loss, a 
societal challenge that by the 1960s would be recognized internationally. Hoult’s 
narrative, like William Faulkner’s The Sound and the Fury (1929), also explores 
the uncontrolled intrusion of memory. I take Hoult’s inward turn as an example 
of how modernist mimetic approaches developed during a period marked by 
post-Freudian psychiatric interest in the patients illness experience, which 
became increasingly important to sociological research from the 1950s onwards. 

Part II focuses on conceptions of dementia as pertaining to old age. Research 
interest in ageing and old-age diseases first arose during the first third of the 
twentieth century, with gerontology and geriatrics established as disciplines by 
mid-century. Chapter 3 covers the socio-medical studies that followed from 
these developments. These studies played an important role in the conversation 
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between science, medicine and literature related to dementia, because by 
using interviews, their focus was the patient’s experience and inner world. 
But comprehending dementia as a mental condition did not aid the patient: it 
underwrote a healthcare discourse centred on images of the patient as dependent, 
passive and failing. This discourse began to take shape in the 1960s. By that time, 
as I will also explore in Chapter 3, socio-medical concerns about population 
ageing were reflected in cultural productions which established the elderly as 
sufferers of memory loss and as a task for care management. One example is 
British writer Paul Bailey’s lonely and isolated old woman Faith Gadny in the 
short novel At The Jerusalem (1967). 

In Chapter 4, I show how the first caregiver narratives tended to emphasize 
caregiver burden, such as American Rosalie Walsh Honels Journey with 
Grandpa (1988), and perpetuated the idea of the patient as passive, something 
also seen in public healthcare campaigns. And rather than developing counter- 
narratives to these representations of dependence, fiction of the 1970s and 1980s 
propagated the idea that a functional self relies on intact memory and narrative 
capabilities. As part of a surge of post-war memory discourses, these narratives 
also enmeshed dementia with notions of extermination and the Holocaust, as in 
Dutch writer J. Bernlef’s Out of Mind (1984), laying the ground for Alzheimer’s 
as metonym for all types of memory loss and forgetting and as underwriting 
pessimism about ageing more generally. 

Part HI explores the dominance of biomedical research in establishing a shared 
discourse of dementia as cognitive loss. This dominance can be traced back to 
the mid-1970s, as sociopolitical awareness of demographic changes pushed 
Alzheimer’s disease into research laboratories. This happened through a sharp 
increase in funding from the National Institute on Aging, which was founded 
as an agency of the US Department of Health, Education and Welfare in 1974. 
In Chapter 5, I attend to salient research papers from the 1980s and 1990s and 
their neurochemical and genetics focus detached from the patient’s experience - 
which additionally endorsed a healthcare discourse that dehumanized patients. 
By the end of the 1980s, the scientific rush for cause and cure as well as caregiver- 
focused healthcare campaigns induced readers to overlook the patient's plight in 
a growing literary marketplace for caregiver accounts that told of the patient’s 
social death. Literary scholarship played its part in this discourse. This was the 
case, because, until recently, the Oxford don John Bayley’s account about his 
wife Iris Murdoch from 1998 has dominated literary studies about dementia. 
In this account, Murdoch's previously fulfilled and youthful life is shown as 
destroyed by dementia. 
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A growing fascination with intellectual performance and healthy cognitive 
ageing towards the end of the twentieth century further demoted the standing of 
the patient, as I explore in Chapter 6. In exchange with a growing cultural interest 
in the visual, both imaging studies of atrophying brains and pharmaceutical 
efforts to achieve cognitive enhancement additionally stressed the patient’s 
losses, also furthered by popular scientific accounts, like neurogeneticist 
Rudolph E. Tanzi’s Decoding Darkness (2000). Yet, despite this century-long 
conceptual adversity, the patient finally began to be credited with authority 
towards the turn of the twenty-first century. As I also bring out in Chapter 6, the 
fascination with cognition, together with many other elements that contributed 
to this conversation between science, medicine and literature since the 1970s, 
eventually supported the releasing of the patient from being typecast so 
negatively. Linguists studied the patient narrative; and patients began to hold 
centre stage in popular detective novels, such as British crime novelist Michael 
Dibdin’s satirical The Dying of the Light (1993), and eventually contributed to the 
conversation through their own writing and institutionalized advocacy. 

The final part of this study (Chapter 7) covers discourse developments since 
the turn of the century. Immunological approaches to Alzheimer’s disease 
introduced notions of flexibility and spontaneity into the medico-scientific 
writing about the condition. These scientific ideas strengthened budding 
cultural concepts of the patient as active and resistant. Disappointing drug trial 
outcomes related to these immunological approaches, however, left patients all 
the more vulnerable, pushing them back into a position of passive objects of pity 
waiting for a cure. Given that enterprise societies assume cure to be superior to 
care, with access to care frequently being conditioned on a formal diagnosis, the 
dementia patient inevitably takes on victim status in these societies. As such, 
appreciation of the patient’s individuality appears to be tragically short-lived 
in today’s prosperous societies. Such societies don’t have space or place for the 
ageing and cognitively challenged; and, paradoxically, as patients finally took 
measures to assert their continued agency, their condition became the object 
of economic interests. The market made them cardboard figures yet again. 
Since the turn of the century, the condition has dominated bestseller lists and 
made for controversial hit movies like German director Til Schweiger’s Honig 
im Kopf (2014). But it is not only a market for accounts of dementia that has 
arisen; there is also a market of people afflicted by dementia, and their condition 
guarantees the profit of the cognitive health industry. At present, patient 
individuality remains confined to niche children’s books, like Italian primary 
school teacher Alessandro Borios La guardiana di Ulisse (2006), and caregiver 
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texts like French psychologist Cécile Huguenin’s Alzheimer mon amour (2011). 
Such depictions challenge the concepts of degeneration, decline and loss that 
continue to dominate socio-economic thinking in rich societies, as my reading 
of Matthew Thomas’s We Are Not Ourselves (2014) in the final section of this 
book will bring out. 

Over the long twentieth century, two approaches to understanding and 
representing dementia have crystallized: on the one hand, as a disease of the 
brain, and on the other hand, as a condition of the mind. Both evolved in 
parallel, not always in tension, and intertwined with literary representations; 
and both perpetuated notions of the patient as elderly and in decline - with 
far-reaching consequences for how, today, Alzheimer’s disease signifies the 
synthesis of illness, ageing and dying. Literary explorations have developed 
important counterweights to a more fatalistic view of Alzheimer’s disease as a 
condition that strips patients of their humanity. But contrary to the often invoked 
dualism between the psycho-sciences and the neurosciences, understanding the 
condition as an illness of the mind did not aid the patient. It underwrote images 
of dependence, dispossession and failure, and this conditioned a remarkable 
characteristic of literary writing about Alzheimer’s disease: compassion focused 
on the caregiver rather than the sufferer. This prepared the ground for how today 
dementia is the most prominent condition for representing the burden of care, 
the passivity of the patient and the death of the self. I begin this study with an 
early and perceptive literary representation of dementia as a form of material 


and social dispossession in old age, as living death. 
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Part I 


Ihe organic paradigm 
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From brain inspection to cell death 


Ihe Forsyte Saga: The cultural image of 
dementia in the fin-de-siecle family novel 


Timothy Forsyte's ailment in The Forsyte Saga (1906-21) is one of ageing, decline 
and loss, the micro-cultural image of macro-cultural concepts of degeneration 
at the turn from the nineteenth to the twentieth century. It is the representation 
of an illness that would exert its presence over the entire twentieth century and 
that continues to be part and parcel of the societal perception of what, today, is 
termed ‘Alzheimer’s disease. John Galsworthy’s saga has been described as having 
a special place in English fiction for its ‘quality of human truth, for its intimate 
portrait of a culture in transition, its understanding of people as creations of 
both family and history, and for its imaginative development of the scope of 
the saga as a narrative form:' In addition to its intricate portrait of a particular 
culture over a period of decline, I argue that John Galsworthy’s saga holds a 
special place for its early and perceptive literary representation of dementia. 
The story of three generations of an upper-middle-class British family of ten 
siblings traces Victorian fin-de-siécle fears of decline and degeneration through 
the prism of the lives of James and Old Jolyon, their respective sons Soames and 
Young Jolyon and in turn their children. Timothy is the youngest male of the 
first generation of siblings. Surviving his brothers and sisters, he dies in 1920, 
at the age of 101, afflicted by severe memory loss. Existing critical scholarship 
of The Forsyte Saga passes over Timothy’s condition. Earlier readings focused 
on social change, while current criticism, at least ostensibly, refers to the saga 
in the context of studies on Victorian society more broadly, rather than on 
ageing in particular.* The 2002 televised Forsyte Saga miniseries entirely cuts out 
Timothy as a character, let alone his dementia.’ Yet, I consider Timothy Forsyte’s 
faltering cognitive state to be Galsworthy’s ultimate and most powerful symbol 
in the characterization of the family clan’s decline and loss. Not only does it 
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represent the dissolution of a member of the Forsyte family, but it is, as I will 
argue throughout this section, the synecdoche of the entire clan’s fragmentation, 
the Forsytes’ slow dying during the forty years spanning the saga's three novels. 
Timothy’s condition in the story suggests an account of late-life dementia as a 
further form of degeneration at the end of the nineteenth century in a culture 
that was becoming increasingly concerned with social deviance and aberration 
from the norm.* 

The youngest of the first-generation Forsyte brothers, Timothy is ‘supposed 
to resemble their father’ (504), the stronghold of the family. Timothy’s house 
embodies stability as a home for the clan, as ‘one of hundreds of such homes 
in the City of London - the homes of neutral persons of the secure classes, 
who are out of the battle themselves, and must find their reason for existing, 
in the battles of others’ (132).° Propelled forward by family members gossiping 
about family matters as well as wider political issues at Timothy’s house, the 
narrative circles around the Forsytes trying to hear Timothy’s opinion. Yet for 
most of the time he remains invisible: He had become almost a myth - a kind 
of incarnation of security haunting the background of the Forsyte universe. He 
had never committed the imprudence of marrying, or encumbering himself 
in any way with children’ (22). Where Timothy actually appears in the novel, 
his behaviour symbolizes always yet another stage in the Forsytes’ dissolution. 
Timothy first anticipates, then perceives and, eventually, embodies the Forsyte 
family’s decline. This decline unfolds in the light of the supposed social threats 
stoking contemporary fears of loss and decline from the 1880s onwards. Central 
to Timothy’s appearances, these threats could be summarized in William 
Greenslade’s words as anxieties ‘about poverty and crime, about public health 
and national and imperial fitness, about decadent artists, “new women” and 
homosexuals.° 


Ihe depiction of how Timothy’s brother James sees him is telling: 


Ihe figure of a thickset man, with the ruddy brown face of robust health ... 
He spoke in a grudging voice. “Well, James, he said; ‘I can’t - I can’t stop’ And 
turning round, he walked out. It was Timothy. James rose from his chair. “There! 
he said; ‘there! I knew there was something wro-’ He checked himself, and was 
silent, staring before him, as though he had seen a portent. (267) 


James's premonition becomes tangible in Timothy’s second appearance, in the 
second part of the saga. Young Jolyon’s son has died in the Boer War, which, 
to the father, ‘marked the decline of the Forsyte type’ (537). The story of the 


family’s breaking up becomes ever more intently interwoven with an exploration 
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of the perception of the nations decline at the beginning of the twentieth 
century. Reference to the decline of a ‘type’ suggests that Galsworthy depicts 
dementia as one of the hereditary conditions supposed to threaten the health 
of Victorian society. Next to health concerns, war and feminism play a major 
role in the Forsytes premonition of decline, again explored through Timothy. 
Timothy’s second appearance in the flesh ‘on the Sunday after the evacuation of 
Spion Kop’ was again ‘in the nature of a portent’ (505). It makes the war, and the 
Empire's loss of identity through this war, tangible to all Forsytes. Galsworthy 
lets Timothy concentrate on what the upper-middle classes perceived as one of 
its ultimate threats, namely the ‘new woman. On hearing about Soames’s divorce, 
Don't let’s have anything of that sort in the family,’ he said. “All this 


[7 


he asserts: 
enlistin’s bad enough. The country’s breakin up; I don’t know what were comin 
to” He shook a thick finger at the room: “Too many women nowadays, and they 
don't know what they want”’ (509). 

The overarching symbol for the country’s breaking up, the nation’s perceived 
loss of unity and cohesion, is Queen Victorias death, which Soames links to 
the impending death of the Forsyte clan as a dynasty of old values.’ This 
event, ‘supremely symbolical, impresses Soames’s ‘fancy; as it sums up ‘a long 
rich period’: ‘Morals had changed, manners had changed, men had become 
monkeys twice-removed ... Sixty-four years that favoured property, and had 
made the upper middle class; buttressed, chiselled, polished it, till it was almost 
indistinguishable in manners, morals, speech, appearance, habit, and soul 
from the nobility’ (567). Galsworthy explicitly invokes reference to Darwin's 
evolutionary theories in Soames’s thought process. In this way, he underlines 
how perceptions of the nation’s decline and loss were interwoven with post- 
Darwinian myths of degeneration.’ Perceptions of decline and loss are pushed 
further during the post-war period of 1920 and 1921, covered by the saga’s third 
novel, as ‘manners, flavour, quality, all gone, engulfed in one vast, ugly, shoulder- 
rubbing, petrol-smelling Cheerio’ (622). As the saga draws out the Forsytes’ final 
decline against the background of Queen Victorias as well as the Empire's ageing 
and ultimate death, the feeling of change is enmeshed with the Forsyte family’s 
failure: their ageing and dying. 

Galsworthy depicts a culture in transition at the turn of the nineteenth and 
twentieth centuries. Queen Victoria's ageing and death played a significant role 
in increasing the visibility of age and ageing during the final two decades of the 
nineteenth century.’ The awareness of ageing and old age in society - at least as a 
societal challenge - grew only in the latter third of the nineteenth century, when 
ever larger parts of the population, which had moved into the cities for work and 
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life, began to grow old. These elderly citizens were, as Charles Booth pointed out 
in 1892, at the margins of productivity and society: 


Old age fares hardly in our times. Life runs more intensely than it did, and the 
old tend to be thrown out. Not only does work on the whole go faster and require 
more perfect nerve, but it changes its character more frequently, and new men - 
young men - are needed to take hold of the new machines or new methods 
employed. The community gains by this, but the old suffer. They suffer beyond 
any measures of actual incapacity, for the fact that a man is old is often in itself 
enough to debar him from obtaining work, and it is in vain he makes pretence 


by dyeing his hair and wearing false teeth." 


As Thomas R. Cole fittingly points out, ‘Old age emerged as the most 
poignant - and most loathsome - symbol of the decline of bourgeois self- 
reliance’ during the Victorian Age." Predestined to explore the changing of 
times through the protagonists’ ageing, the saga as a narrative form relies on 
degenerational concepts.” Ageing anticipates dying, and death threatens what 
is core to a Forsyte’s identity: the ability to possess. Since, as Geoffrey Harvey 
points out, death is the ‘ultimate check on [the Forsytes’] acquisition of property’ 
and its administration, continuously altering their wills is their only remaining 
way to exert influence beyond their death.” Here again, Timothy’s condition 
exemplifies the ageing Forsytes’ situation most acutely. It is a condition of 
dispossession, and as part of the cultural dementia narrative this notion 
explains, at least to some extent, the fears and anxieties of a materialist society 
in relation to dementia. Formerly an expert in making money and managing 
inherited wealth - he held shares in consolidated annuities (abbreviated as 
‘Consols’) and gilt-edged securities’ (161) - Timothy loses the ability to look 
after his property. As Timothy’s servant informs Soames, “Every now and then 
he asks the price of Consols, and I write it on a slate for him - very large. Of 
course, she adds, ‘I always write the same, what they were when he last took 
notice, in 1914’ (653). Timothy is unable to continue to tinker with his will, 
only ‘turn[ing] it over and over, not to read it, of course’ (653). His condition 
prophesizes that of the Forsytes and parallels that of the nation: “The attitude 
of the nation was typified by Timothy’s map [which he used to follow the 
nation’s movements in the Boer War by inserting flags], whose animation was 
suspended - for Timothy no longer moved the flags, and they could not move 
themselves’ (575). The map’s stillness mirrors Timothy’s apathy - a term I use 
to denote not mere unwillingness or indolence, but a disease-related inability 
to act. 
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The narrative reaches its climax, the Forsytes’ anticlimax, when we behold 
Timothy the third time, during Soames’s visit to the centenarian’s Mausoleum’ 
(647). Strolling round the house, Soames appears to dip into his memories. Yet, 
the Forsytes’ conviction that Timothy was preserving the old Victorian values, 
cherished and nourished throughout almost forty years, is about to be destroyed. 
Both confirming and anticipating the clan’s final dissolution, Soames discovers 
in his uncle’s study that Timothy’s intellect had been mere facade, when the ‘third 
wall he approached with more excitement. Here, surely, Timothy’s own taste 
would be found. It was. The books were dummies’ (650). These dummies are the 
image of what Timothy had been throughout the narrative: never there, never a 
stronghold, just imagination. A myth - as Galsworthy had put it early on (22). 
Dementia becomes a metaphor for emptiness, for Nothing - nothing!’ (655). 
Galsworthy had declared one of the core aims of writing The Forsyte Saga to 
divest the idea of property as a social value, ‘to leave property as an empty shell." 
In the context of what Timothy embodies in the novel, Galsworthy’s statement 
enhances the concept of dementia as emptiness all the more. This is also true 
because Timothy’s memory loss becomes a symbol for the nation’s condition. 
Memory loss afflicts the nation and its people, who do not any longer remember 
the old values: ‘And old Timothy - what could he not tell them, if he had kept 
his memory! Things were unsettled, people in a funk or in a hurry, but here were 
London and the Thames, and out there the British Empire, and the ends of the 
earth’ (782; emphasis original). 

The role of Timothy’s memory loss becomes even clearer when considered 
in the context of Victorian interest in centenarianism. Conceding that the 
‘perception that the old bear a special responsibility for the preservation and 
transmission of knowledge from and about the past is probably true for all 
cultures, Helen Small emphasizes that this interest particularly recognized 
that in ‘bearing the “dead past” with them, [the elderly] sometimes troubled a 
progressive society’s assurance that the past was, indeed, past.'° Timothy’s age 
makes him the embodiment of the (past) nineteenth century, and his death the 
embodiment of the death of that century. This is especially the case, because 
memory helped to explore ‘the relation between the individual and society, 
the relation between the mental and the physical ... the roles of heredity and 
environment in shaping the individual‘'‘ It is therefore fitting that Soames 
hears the ‘sound, as of a child slowly dragging a hobby-horse about’ (653), as 
Galsworthy depicts Timothy as ‘resum[ing] his babyhood’ (653) in his final 
appearance. I offer this description here in full, because it will become central to 
images of dementia patients throughout this study: 
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‘The last of the old Forsytes was on his feet, moving with the most impressive 
slowness, and an air of perfect concentration on his own affairs, backward and 
forward between the foot of his bed and the window, a distance of some twelve 
feet. The lower part of his square face, no longer clean-shaven, was covered with 
snowy beard clipped as short as it could be, and his chin looked as broad as his 
brow where the hair was also quite white, while nose and cheeks and brow were 
a good yellow. One hand held a stout stick, and the other grasped the skirt of his 
Jaeger dressing-gown, from under which could be seen his bed-socked ankles 
and feet thrust into Jaeger slippers. The expression on his face was that of a 
crossed child, intent on something that he has not got. Each time he turned he 
stumped the stick, and then dragged it, as if to show that he could do without 
it. (653) 


The reduction of space represents a culturally pervasive metaphor for an ageing 
individual's involution. Elaine Scarry notes that ‘in very very (sic) old and sick 
people, the world may exist only in a circle two feet out from themselves’; and 
this world eventually ‘shrinks ... to a casket.” Considered rather a place and 
institution, Timothy’s so described involution and end are the consequence of a 
novel-long depersonalization.'® 

Eventually and significantly, Galsworthy directly links ageing, old age and 
dementia to decline and loss, and the depression perceived during the post-war 
era. Ageing and, linked to this, dementia are degeneration: “The world was in 
its second childhood for the moment, like old Timothy’ (783). Underlying this 
idea of second childhood was a nineteenth-century ‘materialist perspective on 
the life course’ which dismissed both childhood and old age as burdensome and 
unproductive.” This discourse had a scientific counterpart. With the increasing 
spread of Ernst Haeckel’s (1834-1919) hypothesis of the recapitulation of 
phylogeny in the foetus’s ontogeny (that the foetus, over the gestation period, 
passes through the different evolutionary developmental stages of the human 
species), the child quickly came to be represented by a state of underachievement. 
Among others, the physician Havelock Ellis (1859-1939) placed the child 
‘naturally, by his organisation, nearer to the animal, to the savage, to the criminal, 
than the adult.” Knowledge of arrested brain development during ontogeny 
added further meaning to cerebral alterations in individuals with dementia that 
were more and more often described. What I am more interested in, though, is 
that there existed a scientific counterpart to Galsworthy’s depiction of dementia 
as a further form of degeneration, and I will show this in the next two sections. 

Already Galsworthy’s depiction of memory loss as the ultimate culmination 
of ageing, which anticipates death, brought together what the nineteenth century 
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had elaborated in its medical, scientific and cultural domains. Galsworthy built 
his narrative around concepts of ageing. Therefore, it is possible to claim that 
dementia, for him, represented a tool for depicting Timothy - as the centre of 
the Forsytes’ belief system - as exaggeratedly old. This seems particularly likely 
since, as the historian F. B. Smith stresses, “The years between 1880 and 1914 
are the crucial ones in the great transition from the age-old pattern of mass 
morbidity and mortality occasioned by infectious diseases, poor nutrition and 
heavy labour, to the contemporary assemblage of functional disorders, viral 
diseases and bodily decay associated with old age?” Even the saga's literary style 
would support this - firm nineteenth-century social realism, and therefore a 
lacking exploration of Timothy's fragmented mind in narrative. 

A detailed look at medico-scientific developments throughout the nineteenth 
century will reveal that Timothy’s portrayal anticipates much of the twentieth- 
century sociocultural dementia discourse. I would even argue that most societal 
concerns about dementia, as well as the core medical and scientific questions, 
were established by the early 1920s if not before the First World War. They merely 
were revived and intensified after the Second World War. I will thus explore the 
conceptual overlaps between Galsworthy’s disease representation (he completed 
his saga twenty years into the new century) and the medico-scientific discourse 
that developed around Alois Alzheimer’s research. Before addressing this, 
however, I will take a step back in time to show how Galsworthy’s depiction of 
memory loss in old age reflects conceptual changes in physiological psychology 
as they developed from the mid-1800s. 


Dementia and memory loss in science, 
medicine and literature before 1880 


Nicholas Dames has offered a detailed analysis of the meaning of memory 
and its loss in the Victorian novel: memories were only seen as retained 
inasmuch as they continued to be beneficial to the individual’s well-being in 
the present. Dames specifically argues: ‘Over and throughout both mid-century 
psychology and mid-century fiction plays a mind that functions, perhaps, like 
a machine: winnowing and sorting, eliminating and arranging, turning the past 
into the story that always only confirms our sense of the present.” Timothy’s 
sense of the present, if his memory were still functioning, would be one of loss 
and fin-de-siécle fears. His increasing lack of awareness may literally be read as 
his strategy for surviving, as the last of the old Forsytes, into the new century and 
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post-Great War Britain. In Galsworthy’s words: “That terrific symbol Timothy 
Forsyte ... the only man who hadnt heard of the Great War - they found him 
wonderful - not even death had undermined his soundness’ (841). In the 
aftermath of the Great War, earlier fin-de-siécle fears of degeneration became 
renewed and enhanced. Society became anew ‘worried about poverty and social 
deprivation, the power of organised labour, the democratisation of culture, the 
shifting in manners and gender roles.” In closing his eyes to the Great War, 
Timothy could remain unchanged. Reflected against Dames’s deliberations, we 
can read Timothy’s condition as a desperate attempt to remain linked to and 
embedded in the past, and thus escape change. 

Galsworthy’s representation of memory loss has much in common with this 
Victorian perspective. But, as Dames acknowledges, since the mid-nineteenth 
century the search for material explanations for mental function had begun 
to occupy physiological psychology. Such studies were fuelled by work with 
soldiers returning from the Crimean and Boer Wars. Their conditions raised 
awareness of the close relation between emotional trauma and bodily ailment.” 
Galsworthy would probably have been aware of this, since, by the time he 
wrote volumes two and three of the saga, he had worked for two months in 
a hospital for shell-shocked French soldiers.” In fact, Timothy’s memory loss 
reflects the changes in how science understood memory loss towards the end 
of the nineteenth century: a form of degeneration deployed in relation to 
irreversible cognitive impairment of the elderly. To make this point, I will briefly 
sketch out how material explanations for mental functions evolved since mid- 
nineteenth century and shaped physiological understanding of memory, against 
a background of post-Darwinian degenerationism. 

Throughout the eighteenth century, dementia was considered to be both a 
medical and legal state, based on the idea of the individual lacking competence 
to perform independently in society. Timothy Forsyte belongs to a long line 
of fictional feeble-minded male characters, who are typified as having lost the 
ability to keep control of money and maintain paternal lineage; in this line, 
Patrick McDonagh particularly identifies John Galt’s Walter Walkinshaw in 
The Entail (1822), Charles Dickens’s helpless Smike in Nicholas Nickleby (1839) 
and Elizabeth Gaskell’s Willie in the short story “Half a Life-Time Ago’ (1855).”° 
But even though Timothy Forsyte fits their dependence and incapacity, he is 
nonetheless exceptional as a depiction of this type who is also identifiable as a 
person with dementia. 

For much of the nineteenth century the scientific and medical understandings 
of dementia exclusively built on clinical observations. Such observations, by the 
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French physician Philippe Pinel (1745-1826) and his pupil Jean Étienne Esquirol 
(1772-1840), connected the condition to age-related decline and attempted 
to separate it from imbecility and idiotism.” The following description of 
‘senile dementia, by British physician James Cowles Prichard (1786-1848), 
strongly relied on Pinel and resonates in many ways with Timothy’s final 
appearance: ‘Rapid succession or uninterrupted alternation of insulated 
ideas, and evanescent and unconnected emotions; continually repeated acts 
of extravagance; complete forgetfulness of every previous state; diminished 
sensibility to external impressions; abolition of the faculty of judgement; 
perpetual activity.” 

Notions of age-related decline or ‘senile decay’ placed the condition with 
ideas of decay and loss amid theories of degeneration.” These were elaborated 
mid-century by the French psychiatrist Bénédict-Auguste Morel (1809-1873) 
and were to shape psychiatric and neurological discourses for decades to come.” 
Coinciding with Morel’s work, Charles Darwin (1809-1882) published his 
theory of evolution according to natural selection in 1859. This work posited 
that progressive development of species could still involve simplification and 
loss. Yet, as Gillian Beer points out, ‘many of Darwin's first readers favoured the 
counter-form of evolutionary myth: that of growth, ascent, and development 
towards complexity.’ Morel’s theory of degeneration, by comparison, explicitly 
stated that evolution could produce errors. This perspective was central to the 
confluence of social Darwinist and fin-de-siecle degenerationist discourses. 
These were represented in Entartung (Degeneration), published by the journalist 
and Zionist Max Nordau in 1892, and influential all over Europe and the United 
States.” 

Morel’s treatises provided a background for the classification of dementias 
and a basis for pathological descriptions. The British neurologist John Hughlings 
Jackson (1835-1911), for instance, claimed that dementia was ‘the behavioural 
reflection of successive stages of the dismantling of cerebral structures.” And 
brain dysfunction, for him, represented a process of dissolution bearing a threat 
of degeneration.™ So, by the end of the nineteenth century, dementia as a form 
of insanity had become a form of degeneration that described irreversible 
behavioural changes linked to cognitive impairment - a concept that overlaps 
with Galsworthy’s rendering of Timothy’s condition.” 

These developments were paralleled by changing understandings of brain 
pathology, which also incorporated concepts of degeneration. This happened as 
localization and lesion theories were gaining ground throughout the nineteenth 


century. The combined approaches of clinical observations and experimental 
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scientific work were developing an understanding that physiological changes, 
namely morphological alterations or lesions, could mark out disease as an 
aberration. First and foremost, language began to be conceived of as a product 
originating from specific regions in the brain, and aphasia (the inability to 
understand or produce speech), in turn, comprehended as symptomatic of 
the lesion of a clearly circumscribed brain area.” Such insights also influenced 
how dementia began to be viewed: a form of memory loss explained by a lesion 
related to brain cell death. These developments received additional support from 
the rise of neurology as a discipline, which held that, once its organic cause was 
known, a brain disease would eventually be treatable.” 

In Victorian Britain this perspective was championed by Hughlings Jackson. 
He separated brain from mind in his hypothesis of strict psychophysical 
parallelism. For him, there was ‘no physiology of the mind any more than 
there [was] psychology of the nervous system.” He believed that mental and 
behavioural symptoms could be diagnosed, but they could not be interpreted 
psychologically ‘as immediate manifestations of abnormal states of mind’ 
Moreover, as Michael J. Clark illustrates, professional conceptions of the 
physician’s moral-pastoral responsibilities explained the period’s objections to 
the treatment of the mentally disordered in psychoanalytical terms. Freudian 
depth-psychological approaches elicited serious distrust, because they seemed 
to exaggerate the moral depravity of patients.” 

Sigmund Freud (1856-1939) was actually one of those who questioned 
localization theories as early as 1891 in his work On Aphasia. But what 
he became most invested in was looking for a physiological model of the 
nervous system that could give insight into mental processes: ‘a physiological 
account of associationism. In ‘Project for a Scientific Psychology’ (1895) Freud 
elaborated that associations did not correlate with locations of cells; they were 
determined by ‘differing structures of nervous connections, spread across the 
brain surface’ In direct consequence, mental disorders were not to be explained 
by a specific lesion. Rather they could arise because ‘unhelpful associations 
had been formed, with lived experiences leaving memory traces." Yet, during 
the final third of the nineteenth century, organic explanations significantly 
overshadowed psychological approaches to problems of mental disorder.” 
This polarity between brain physiology and mind psychology would permeate 
neuropsychological thinking in relation to dementia and Alzheimer’s disease 
throughout the twentieth century.” 

Alois Alzheimer (1864-1915) and his work hold a central place in the 
evolution of this materialist discourse. As a student, Alzheimer was influenced 
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by German psychiatrist Wilhelm Griesinger (1817-1868), the figurehead of 
the school proposing a materialistic theory of mental diseases, and neurologist 
Carl Westphal (1833-1890).** He argued early on that psychiatric diseases were 
diseases of the brain and soon would support this view with scientific data 
obtained from detailed microscopic studies. These methodological and related 
scientific innovations gained importance in the practice of medicine towards 
the end of the century and led to a mutual enhancement and eventual merging 
of science and medicine. This would provide a fruitful working environment for 
Alzheimer’s generation of psychiatrists. 

Of particular importance were the installation of hospitals and the growing 
emphasis on laboratory research which enhanced and supplemented diagnoses 
made in the clinical setting. By the 1870s, coherent professional psychiatric 
groups had emerged in Britain, France and Germany. The political dimensions 
of science and related technologies also became more and more evident, 
especially in Germany, where optical, pharmaceutical and chemical industries 
were particular features of its economic growth. At the same time, the 
emerging research platform - specialized journals, societies and conferences - 
helped Alzheimer’s findings quickly gain notice on the international stage. This 
development was enhanced by the fact that throughout the nineteenth century 
the highly esteemed German university research tradition continued to attract 
students as well as guest researchers from abroad.“ These constellations placed 
Alzheimer in an influential position in the critical psychiatric discussions at 
the beginning of the twentieth century.” His work was destined to reach the 
attention of an audience much broader and better equipped to extend his insights 
than had been the case for Pinel’s or Esquirol’s contributions sixty years earlier. 

It may appear far-fetched to link Timothy Forsyte’s condition to a twenty- 
first-century diagnosis of dementia of the Alzheimer’s type. Yet, the cultural 
connotations of degeneration and decline reflected in Galsworthy’s saga 
resemble present-day images of the affliction which developed early in the 
medical discourse around the disease. This position can be substantiated by 
turning to Alois Alzheimer’s case study of Auguste D. in 1906. This case has 
suggestive similarities to Timothy’s state, almost making Galsworthy’s Forsyte 
centenarian a case study in itself. Turning from the British fin-de-siecle literary 
context to scientific research in Kaiserreich Munich around the same period may 
invite questions. Are we looking at shared cultural concerns regarding memory 
loss, ageing and dementia; or are we dealing with parallel developments during 
a period marked by post-industrial societal and cultural challenges and turn- 
of-the-century fears? There is evidence for the pan-European nature of these 
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concerns. Scholars such as Laura Otis have discussed other novels that portray 
family drama through a lens of disintegration in the eighteenth and nineteenth 
centuries, among them Thomas Mann’s Buddenbrooks (1901). Otis explores 
Mann’s preoccupation with heredity, degeneration and memory among the 
Hanseatic bourgeoisie, and identifies similar themes in Spanish and French 
literatures, comparable to Silvia Acocella’s observations on Italian texts.” 

These illustrations suggest that a dementia discourse developed in similar, 
connected ways across Europe. Galsworthy had created Timothy in 1906, 
before he could have heard of Alois Alzheimer’s research. By the time he 
had published the second (1920) and third (1921) volumes, so completing 
the full version of his saga, over a decade had passed since the publication of 
Alzheimer’s cases. But these cases were discussed in specialist journals rather 
than generalist periodicals so that it is unlikely that Galsworthy built his 
character's decline into dementia on the scientific knowledge of the day. Rather, 
these scientific investigations developed within a sociocultural environment 
whose reflections Galsworthy traced in his saga. As such, I argue that the 
look into the microscope and subsequent descriptions of tissue by Alzheimer 
and his colleagues scientifically strengthened an already existing societal 


degenerationist dementia discourse. 


Auguste D. and Johann F: Alzheimer’s clinical 
cases and histological research 


The first clinical descriptions of brain atrophy associated with dementia and 
senility date back to 1864, when the British physician Samuel Wilks (1824-1911) 
observed ‘wasted convolutions in the brains of ‘those long demented?” Likewise, 
the medical psychologist James Crichton-Browne (1840-1938) had lectured 
on clinical cases of ‘senile dementia already in 1874, describing the condition 
as ‘a gradual degeneration and decay of the mental faculties’ and linking it to 
‘cerebral atrophy.” Alzheimer himself had been interested in and published on 
altersbedingten Schwachsinn (senile dementia) before the turn of the century, 
relating this condition to both nerve cell death and an altered blood supply to 
the brain.” In this line of investigation, the case of Auguste Deter (abbreviated as 
Auguste D.) represented just one case among many, and it is not surprising that 
Alzheimer received no significant attention when communicating his findings 
to the 37th Meeting of the South-West German Psychiatrists in Tübingen in 
1906. But despite this initial neglect, the case, published in print one year later, 
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was to become seminal for the discourse that developed around dementia and 
Alzheimer’s disease later in the twentieth century. This is at least partly the case, 
because it bore, in Lauren Berlant’s words, ‘the weight of an explanation worthy 
of attending to and taking a lesson from.” 


The case 


Although overlooked at the time, the case of Auguste D. was striking for the 
fact that she was comparatively young for a dementia patient. Only 51 years old 
on admission to the Frankfurt asylum, she showed symptoms and behaviour 
that hitherto had only been described in elderly patients. (Then and now senile 
dementia or late-onset Alzheimer’s disease is defined as afflicting individuals 
aged above 65. Presenile dementia or early-onset Alzheimer’s disease concerns 
individuals younger than 65 years of age.*) But Auguste D’s symptoms were 
very intense and progressed comparatively rapidly. At admission, Alzheimer 
noted Auguste D's ideas of jealousy, auditory hallucinations, feebleness of 
memory and lack of orientation. Alzheimer emphasized absolute perplexity, 
disorientation in time and space, and occasional pronouncements of lacking 
understanding. He closed his clinical observations with a description that 
echoes the visual representation of a dementia patient by Esquirol: ‘general 
stultification (allgemeine Verblodung) progresses. Death occurs after 4 % years 
of illness. The patient was at the end totally lethargic, lying in bed with her legs 
tucked up’ (147). 

After having detailed these clinical observations, Alzheimer turned to 
macroscopic and, thereafter, microscopic descriptions of brain tissue, which 
he had analyzed after Auguste D’s death. He reported a ‘uniformly atrophic 
brain’ and larger blood vessels as ‘arteriosclerotically changed, that is, their 
inner diameter narrowed due to the build-up of deposits. Then, he moved on 
to describing individual cell components. With an improved Golgi silver stain 
(still in use today) Alzheimer could perceive ‘peculiar alterations of neurofibrils, 
assembled in bundles (147-8). ‘Finally, Alzheimer concluded, ‘nucleus and 
cell disintegrate’ (148), a perspective that anticipates how the look through the 
microscope would strengthen concepts of decay. 

The paper dedicates similar amounts of text to clinical as compared to 
histological aspects (gathered by observing tissue through the microscope). 
This formal choice underscored Alzheimer’s conviction that histological 
examinations complemented and clarified clinical observations. It also lets us 


appreciate how carefully Alzheimer separated the patient’s behaviour (and its 
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description) from his histological findings. I emphasize Alzheimer’s caution so 
much because, as Michael Lynch puts it, ‘visibility in science, in the form of 
data displays, ‘constitute[s] the material form of scientific phenomena’ Specific 
cellular structures only become visible, measurable and reportable once they 
are labelled; and microscopic visibility (and, linked to this, the production 
of camera lucida drawings, for which Alzheimer was renowned) relies on the 
specimen’s thinness, histological treatment and microscopic magnification. In 
summary, cellular phenomena visible with a particular staining method were 
described with terminology hitherto employed in the cultural discourse of 
degeneration. 

In the case of Auguste D., this terminology, that is, Zerfall (disintegration), 
Untergang (demise) and Verschwinden (disappearance) of cells, is still clearly 
set apart from the vocabulary employed for the patient who experiences 
Gedächtnisschwäche (feebleness of memory) and, eventually, reaches allgemeine 
Verblodung (general stultification). These latter expressions are exactly those used 
in nineteenth-century clinical descriptions of dementia. I note that Alzheimer 
does not recount these events in terms of degeneration in this case study. By 
the 1920s, Alzheimer’s work was internationally known and referenced, and the 
condition, by then carrying his name, had also been linked to cases of senile 
dementia. In what follows I explore the contexts in which Alzheimer and his close 
co-workers actually used the term ‘degeneration and, related to this, whether 
they were consistent in their separation of clinico-medical and scientific- 
histological terminology. It will become ever clearer how Alois Alzheimer’s look 
into the microscope and subsequent descriptions of tissue loss by him and other 
researching clinicians scientifically underpinned a societal dementia discourse 


reliant on degenerationist concepts. 


The discourse of degeneration 


Alzheimer’s biographers repeatedly emphasize how strongly the neurologist 
resisted the medico-scientific developments of the time, which Melissa 
M. Littlefield describes as follows: ‘Between 1890 and 1930, in both psychology 
and neurology, the body was undergoing a transition ... Studies of the body 
were split between delineating the body’s fragments - its structure - and 
describing the complex interactions - the functional relationships - among its 
respective parts.” Alzheimer was a practising clinician and psychiatrist as well 
as a highly skilled scientist with neurological training. As such, he saw these two 
disciplines as complementing each other.” He consistently placed patients and 
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their interview at the centre of his dedication as a clinician and of his research 
philosophy, and the case study remained the tool with which he approached the 
classification of diseases.” This may explain Alzheimer’s motivation to request 
of his guest researcher Gaetano Perusini (1879-1915) to review Auguste D's 
case and three further cases, one of which Francesco Bonfiglio (1883-1966) 
had described in 1908. I briefly touch on these two publications here, because, 
compared to Alzheimer’s first case, they manifest three changes that anticipate 
the increasingly marginalized place of the patient in the cultural dementia 
discourse. The first of these changes - a shift in focus from patient interview 
to tissue analysis - at least in part, is representative of a continuous evolution 
of the case study as a form of writing.” In addition, I note a related emphasis 
on differential diagnosis (meaning post-mortem histological analysis of tissue 
to separate the condition from senile dementia); and a further evolution of 
vocabulary, as dementia as a form of degeneration becomes knitted to the notion 
of ageing as involution. 

In Bonfiglio’s case of a 60-year-old patient, microscopic observations 
amount to a third of the paper.” His emphasis on cellular morphology gains an 
additional dimension when he writes that ‘the nucleus of the nerve cell often 
looks degenerate (degenerato)’ (201), and summarizes the microscopic picture 
as showing ‘regressive changes’ (202) and ‘degenerative, destructive events’ 
(205). We should not over-interpret Bonfiglio’s use of the term ‘degeneration’ 
in the cellular context, even though it distinguishes his paper from Alzheimer’s 
case of Auguste D. Since mid-century, the term had been used in relation 
to necrotic cell death and fatty alterations of cerebral arteries.‘ In addition, 
as Michel Foucault has emphasized, the description of visual evidence has 
frequently necessitated abstract language, which, in turn, results in a ‘nominalist 
reduction on the essence of the disease.® All the same, at this moment in time 
the term entered the work of medical scientists whose studies became points 
of reference for further research on what would shortly be termed ‘Alzheimer’s 
disease’. 

Perusini’s paper, in turn, witnessed to the rising reliance on microscopic 
study.” Clinical notes remained limited to no more than a fifth of the entire 
article. Its main focus rested on methodological approaches and anatomo- 
pathological observations, especially the origin and nature of plaques (i.e. 
deposits around nerve cells). Anticipating a nearly century-long debate, 
Perusini believed presenile forms of the condition were the same illness as senile 
dementia - a position in opposition to Alzheimer’s mentor Emil Kraepelin 
(1856-1926). 
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The definition of the disease 


Kraepelin was particularly known for his classification of psychiatric conditions. 
In the 1910 edition of his psychiatry textbook, he introduced, in relation to the 
cases described by Alzheimer, Bonfiglio and Perusini, the term ‘Alzheimer’s 
disease within the section on ‘Der Altersblödsinn’ (senile dementia; 593- 
632).° Concurrently, he treated presenile dementia in a separate section on 
‘Das präsenile Irresein’ (presenile dementia; 534-54).° But considering the 
comparatively young age of the patients described as having Alzheimer’s disease, 
he suggested a disease entity separate from senile dementia, namely senium 
praecox (627). The clinical characterization of these Alzheimer’s disease cases 
echoed cases with senile dementia: Kraepelin described them as weak in memory, 
poor in thought and disturbed (624), before the highest degree of stultification 
develops (626). On a microscopic and anatomic level, Kraepelin gave a detailed 
account of loss of components of nervous tissue (621). Behavioural descriptions 
included the patient's ‘playing like children’ (600), ‘nocturnal restlessness’ (601) 
and ‘lack of judgement in relation to time’ (608). These descriptions overlap with 
how Galsworthy describes Timothy as ‘too old for anything but baby’s slumber’ 
(704). They also evoke notions of the Forsyte’s involution: Timothy ‘had been 
their baby, getting younger and younger every day, till at last he had been too 
young to live’ (842). 

Also important for further discourse developments, Kraepelin used clinical 
vocabulary for ageing in the context of brain inspection. This means that he knitted 
the concept of dementia as a form of degeneration to that of ageing as regression 
and involution. Specifically, he opened the chapter with observations on ‘events 
of regression (Rückbildungsvorgänge), which we call human ageing’ (533). Yet, 
further on, he observed Rückbildungsvorgänge in the context of brain inspection, 
namely ‘strong pigmentation, vacuolization, shrinking of the nucleus’ (619). 
This observation brings us full circle: morphological events of cell loss occurring 
in dementia (in the brains of younger or older individuals) became linked to 
concepts of degeneration (on a cellular level) and regression (both on a cellular 
and individual level). The look into the microscope both confirmed and expanded 
dementia as a condition of decline and loss, degeneration and involution. 

As the first decade of the new century came to a close, Kraepelin had - in 
giving the condition his assistant’s name and promulgating concepts of disease 
pathology in a widely read textbook - pushed the illness and its eponym into 
the limelight.” He christened the disease at a time when only five cases had 
been reported, in this way introducing the term with only limited evidence for 
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a disease pattern. But once ‘new patterns are suggested, Mary Boyle argues, 
‘we are apt to talk of “a new disease being discovered”’; further research 
consequently focuses on details rather than questioning the patient classification 
in the first place. With his classification, Kraepelin accentuated three specific 
characteristics that determined how Alzheimer’s disease would be researched 
and conceptualized over the ensuing decades. First, by introducing the term 
senium praecox, he separated Alzheimer’s disease from senile dementia (even 
though clinical terminology was similar in both categories); second, he privileged 
histopathological features (i.e. microscopically observed tissue alterations), in 
particular plaques and tangles, while treating vascular changes (ie. changes 
in blood vessels) separately; and third, he emphasized cognitive symptoms at 
the expense of affective and delusional symptomatology (what Alzheimer had 
described as ideas of jealousy and auditory hallucinations).” Kraepelins move 
selectively to emphasize specific disease characteristics evokes Foucauldian 
notions of how specialist knowledge creates a subject as well as the parameters 
according to which this specialist knowledge wants to see that subject defined.” 


The reaction to the definition of the disease 


I will consider shortly how Alzheimer reacted to his mentor’s move to introduce 
the disease pattern and define its subjects in these terms. First, I want to reflect 
on the far-reaching implications for discourse developments of Kraepelin’s 
step to introduce a new disease category with these specifications.” Related 
to the three above disease characteristics, the following points may explain 
Kraepelin’s selective emphases to some degree. First, one could argue that 
Kraepelin in fact anticipated the problems of defining the disease by means of 
age of onset: placing the Alzheimer’s disease cases within the section on senile 
dementia foreshadowed political moves in the 1970s that eliminated age of onset 
as the criterion separating senile dementia from Alzheimer’s disease. Second, 
during a period of fascination with the steadily improving microscopic visibility 
of neuronal cells, a focus on the histopathological features of plaques and tangles 
can be explained, and their study will dominate subsequent biomedical research. 
The issue I consider worthy of speculation touches on the third characteristic - 
Kraepelin’s removing affective and delusional symptomatology. To my mind, this 
choice cemented the organic paradigm in twentieth-century dementia research 
and discourse developments. Kraepelin defended materialistic explanations of 
mental diseases, and sought the connection between clinical observation and 


established somatic sciences based on localization theories and the lesion model. 
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His classification of diseases dominated early-twentieth-century psychiatry, 
including the rise of psychoanalytical approaches.” But given that, as already 
stated, Freud aimed at developing a ‘thoroughgoing physiology of association 
to explain normal and pathological states; it is unlikely that Freud was opposed 
to ‘an organic basis for dementia.” Rather, I would argue that Kraepelin 
sought to establish Alzheimer’s disease with a stress on cognitive symptoms at the 
expense of delusional phenomena because he had the explanatory possibilities 
of neurology as compared to psychiatry in mind. 

Affective and delusional symptoms had featured in nineteenth-century 
descriptions as well as Alois Alzheimer’s own report of Auguste D. They were 
disease dimensions that a psychiatric approach could embrace in its emphasis 
on patient experience, and which lesion theories were hard pressed to explain. 
Notions of ‘excess, as the neurologist Oliver Sacks calls them, challenge the 
principal mechanistic concepts of neurology; they only receive attention in 
psychiatry.” Seen in this light, Kraepelin’s move predestined how Alzheimer’s 
disease would be researched and defined. Histopathological details and the 
question of age of onset became key concerns to medico-scientific research, 
while affective and delusional phenomena would emerge in literary writing 
significantly earlier than in medico-scientific research. 

Alois Alzheimer himself must have sensed these ambiguities and 
uncertainties, feeling the need to summarize the current knowledge of 
dementia as he understood it. So he produced two further publications on the 
condition before his early death in 1915. It comes as no surprise that, in his 1910 
programmatic article on ‘diagnostic difficulties in psychiatry, Alzheimer mainly 
wanted to devise a clear means by which to separate organic brain diseases from 
functional ones (including manic depression, paranoia and hysteria).”” Reading 
this paper brings us back to our original enquiry into notions of degeneration in 
the writing of Alois Alzheimer and his immediate colleagues. 

In relation to functional mental diseases, Alzheimer was in tune with 
contemporary views of the hereditary nature of these conditions. Most 
importantly, however, his deliberations moved from the individual to the 
histopathological. For him, there were ‘other conditions, which we must relate 
to degeneration (Entartung), since they are ... familial conditions. They partially 
even lead to degeneration (Degeneration) of nervous tissue’ (12). I note the 
distinction between the German medico-scientific term Degeneration and 
Entartung, the latter being the German word employed in socio-economic, 
political and legal contexts into which Max Nordau’s concepts of degeneration 
had been assimilated. This distinction underpins why Alzheimer was not one 
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of the psychiatrists from whose works Nordau had borrowed freely.’”° But more 
importantly, in a single line of thought, this statement confirms the observations 
made on Bonfiglios, Perusini’s and Kraepelin’s writings: there is a distinct shift in 
the use of degenerationist vocabulary in the context of dementia and Alzheimer’s 
disease. Previously employed in general social terms for an individual’s condition, 
the term ‘degeneration was now applied to describe a specimen taken from that 
individual and scrutinized microscopically. 

A close reading of Alzheimer’s only other case study in relation to dementia 
in a middle-aged subject, published in 1911, underlines this observation.” 
Alzheimer opens his study of the 56-year-old Johann F. with explicit reference 
to the 1906 ‘case of illness of presenile age’ (356) and employs expressions 
similar to those featuring in Auguste D.s clinical notes. Where he describes 
the patient’s brain tissue post-mortem analysis, however, he calls on notions 
of degeneration: cells in dissolution are found to be with ‘shrunken and 
degenerated nucleus’ (366). Alzheimer further observes ‘regressive alterations’ 
(366) and ‘degenerative appearances’ (376). In a young-onset sufferer he 
links, like Kraepelin before him, concepts of age-related regression to those of 
degeneration for the purpose of brain inspection. 

So, by 1911, Alzheimer’s disease embodied concepts of degeneration and 
regression at the scientific-microscopic level. In relation to the clinical subject, 
aspects of feebleness of memory featured centre stage, with notions of hitherto 
age-related regression also gaining in importance underpinned by scientific 
observation. What we still need to find out is whether Alzheimer’s descriptions 
buttressed or enhanced clinical conceptualizations: that is, whether cell loss 
was considered the confirmation of the degeneration of the patient. Such a 
question is not unjustified, since we see overlap between fin-de-siécle literary 
degenerationism and the medical and scientific dementia vocabulary. Timothy’s 
involution encompasses his age, erratic behaviour and memory function, and 
his dementia constitutes Galsworthy’s core metaphor for degeneration - that of 
the Forsytes as much as the Victorian Age. 


Degeneration: The old and new narrative of 
loss and decline in medico-scientific literature 
on dementia and Alzheimer’s disease 


Alois Alzheimer limited his use of the term ‘degeneration’ to microscopically 
observed cellular events of loss. Today, such terminology is pervasive, in the 
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context of both the individual patient and the condition’s cellular and subcellular 
pathological events. In clinical practice, Alzheimer’s disease did not feature 
as a diagnostic category until political moves in the 1970s. But its medico- 
scientific terminology developed during the thirty to forty years following Alois 
Alzheimer’s own work. 

Three specific changes took place. Alzheimer’s strict ethos of considering 
histopathological observations as supplementing clinical descriptions was 
inverted to bring brain examination centre stage. Closely linked to this 
switch, vocabulary originally used in the specific context of microscopic tissue 
observations was eventually employed for describing the patients clinical 
characteristics and behaviours. This second step was helped by the fact that 
research confirmed what Kraepelin’s grouping of Alzheimer’s disease cases with 
those of senile dementia had anticipated: cellular events taking place in patients 
suffering from Alzheimer’s disease (subjects in their fifth or sixth decade) 
were also identified in the brains of elderly people, who found themselves 
with conditions such as senile dementia and living years of ‘involution’ and 
‘regression. Vocabulary used in relation to an individual's ageing began to be 
employed for the description of cellular observations. Third and in parallel, a 
discourse of infantilization gradually came to the fore. 

In one of the first research articles specifically referring to Alzheimer’s disease, 
Gonzalo R. Lafora (1886-1971) explicitly compared the patient to the child, 
writing that, ‘eventually, the patients become silent and idiotic (verblödet), are 
childlike in their behaviour and sometimes show restlessness or fear’.”* In papers 
of the 1920s and 1930s, we find this discourse of infantilization interchangeably 
in descriptions of presenile and senile cases of dementia. For example, the 
German neurologist and psychiatrist Ernst Griinthal (1894-1972) described 
one of his female cases as ‘sad and childishly snivelling’” Similarly, the German 
psychiatrist Johannes Schottky (1902-1992) reported on a patient’s ‘childish 
scribbling and described another as ‘somewhat infantile.* First photographic 
images further reinforced this concept, as they showed the patient’s childlike 
exploratory behaviour, sucking reflex and eating habits.” 

Along with an increasing infantilization, references to individual patients in 
medico-scientific publications dwindled. Griinthal’s papers are a case in point. 
The neurologist never focused on the clinical case and individual patient in the 
first place. Rather, he offered a post-mortem diagnosis based on a macroscopic 
and microscopic study of brain sections of fourteen patients.” Only three pages 
cover the ‘clinical final states’ of the patients. These he separated into mild, 


moderate and severe cases. Mild cases were described as disoriented; moderate 
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cases were fearful, restless and talked little; and severe cases were very irritable 
and fidgety, totally helpless, showed sucking reflexand communication withthem 
was impossible. From this classification we gather that Grünthal comprehended 
the condition in terms of progressive clinical decline, which he saw as paralleling 
findings observed in brain tissue (134); in his words: ‘Cortical atrophy and 
severity of the disease go hand in hand’ (143). The narrative of loss - of brain 
tissue as well as memory and orientation - remained dominant. Degeneration 
became linked to loss in Grünthal’s paper, to Schrumpfung (shrinking; 130, 133, 
134), Schwund (disappearance; 130) and Verkleinerung (reduction; 130). 

This increasing focus on brain tissue as both leading and enabling diagnosis 
(while telling a narrative of loss) was supported by the development of brain 
imaging methodologies. An early form of encephalography became available 
soon after the arrival of medical X-ray technology. It allowed neuropsychiatrists 
to begin to gaze inside the brain and study its structure while the patient was 
still alive. Schottky, in particular, confirmed atrophy in frontal areas of the brain 
by means of this investigation, further underlining the centrality of a concept of 
tissue loss to dementia.” At the same time, the narrative increasingly emphasized 
a clinical description of loss. W. H. McMenemey’s (d. 1977) publication of six 
cases in 1940 is a good example.” 

McMenemey continued to develop a narrative that rested on the concept of 
degeneration. The pathologist used this expression in relation to macroscopic 
observations, referring to both peripheral organs, like the lung or heart, and 
the brain itself; and he employed it for microscopic descriptions at a cellular 
level. In this way, Griinthal’s provisional assumptions (that central nervous 
events were paralleled by external clinical appearance and behaviour) became 
manifest in the vocabulary applied to patient and tissue alike. Scientific and 
medical concepts of degeneration and involution began to refer to an individual 
as a whole. Terminology used in relation to ageing, namely involution and 
regression, carried a meaning similar to that of degeneration: decline, decay 
and loss. In summary, by the early 1940s, studies correlated the bodily to the 
cerebral, and the clinical to the scientific, and their terminology freely oscillated 
between patient (as individual) and brain (as specimen). This oscillation fuelled a 
medico-scientific understanding of the patient as an involution-suffering carrier 
of morphological cerebral features, whose behavioural traits were compared to 
those of children. 

Over the ensuing decades, researchers continued to focus on the organic 
cause of the condition. At the same time, their enthusiasm for the diagnostic 
powers of tissue examination and imaging technologies steadily grew. By the 
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1950s, access to, and examination of, the living brain became usual practice. 
Cerebral biopsy (a sample of brain tissue removed from the patients brain under 
anaesthesia) was the new tool for the ex vivo diagnosis, if not confirmation, of 
Alzheimer’s disease.** (I explicitly adopt the term ‘ex vivo’ here to set biopsy- 
related diagnosis as taking place outside the human body apart from in vivo 
diagnosis performed with imaging technologies during the 1990s.) Related to 
this, histological methods for the diagnosis of Alzheimer’s disease became worthy 
of publication in their own right, separate from evidence collected by means 
of patient observation.” While attention to the individual patient decreased, 
the focus on the cardinal types of lesions, that is, plaques and neurofibrillary 
tangles, continued to tell of ‘almost total loss of neurons, involving the use of 
such phrases as: ‘marked loss of myelin; ‘gross lobar atrophy’ and ‘diffuse loss 
and degeneration of neurons. 

The increasing interest in research on dementia culminated in a first 
international conference dedicated to ‘Senile Dementia - Clinical and 
Therapeutic Aspects’ in Lausanne in 1967. Attended by scientists from across 
Europe, this conference brought together the current clinical knowledge on ‘one 
of the central psychopathological problems of the aging process: the psycho- 
organical decline and its relations with many other pathological conditions of 
senescence.” Researchers were keen to understand how the disease process of 
Alzheimer’s disease related to that of normal ageing and how senile dementia, in 
turn, related to presenile events like those typical of Alzheimer’s disease. Among 
others, investigators refuelled discussion of age-related vascular aspects.” 
Research work carried out during this period of internationalization eventually 
politicized dementia as a condition of ageing. In addition, the field became 
dominated by arguments about differences in disease pathology related to age 
of onset. 

At the same time, the continued emphasis on the assumed parallel nature 
of clinical and cerebral histopathological developments increasingly devalued 
the subject. This happened in the reduced amount of text dedicated to the 
description of the clinical case. Such a move conferred decreasing importance 
on the information gained from patient interviews and greater importance on 
the scientists description of the brain rather than the patient - a pattern we 
can observe in the case history’s evolution more generally.” If any focus was 
to remain on the patients well-being, at a time of increasing specialization and 
while the cause of the condition was still being identified, a split of disciplines 
was unavoidable. The rise of old-age psychiatry in the 1950s, which I cover in 
Part II, and the slightly later surge of work in the neurosciences in the 1960s, 
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to which I dedicate Part III, both witnessed this split, even as both trends took 


Alzheimer’s disease to be a condition of major concern. 


There Were No Windows: The patient's illness 
experience in the modernist novel 


Before moving further ahead in the timeline of our investigations, let us consider 
how microscopic inspection and the resulting enthusiasm for histopathological 
means of diagnosis influenced the societal awareness of dementia and the 
perception of these patients. Had the discussion about the distinction between 
presenile dementia (ie. Alzheimer’s disease) and senile dementia reached 
general awareness in any noticeable way? With the slowly growing international 
attention to Alzheimer’s disease, medico-scientifically the idea predominated 
that this condition and senile dementia were separate entities. But although 
Alois Alzheimer’s extraordinary description of the condition in a middle-aged 
subject fuelled intense research, it remained unknown to the general public. 
Novels depicting presenile dementia were practically non-existent. William De 
Morgan's The Old Mans Youth (1921) was perhaps the first narrative to bring into 
focus memory loss in old age as compared to middle age: the narrator Eustace 
John tells the story of his youth (while constantly doubting his memory) as well 
as that of his father’s memory loss and fear of becoming a burden. At the same 
time, the narrative of old age as a social burden persisted, if we think about 
the short period of happiness and productivity in the life of F. Scott Fitzgerald’s 
“The Curious Case of Benjamin Button’ (1922). All in all, understanding of 
accelerated memory loss as an illness of the elderly steadily increased. In 1922, 
G. Stanley Hall (1844-1924) mentioned ‘senile dementia in Senescence: The 
Last Half of Life, a key text on ageing during the first quarter of the twentieth 
century. He conceded that ‘senile insanity or atrophy of the brain is certainly 
more common and appears earlier, but deliberations on the dawn of old age in 
women took considerably more space.” 

By the 1940s, a rising number of research publications sharpened awareness 
among scientists that, in cases of Alzheimer’s disease, symptom onset often 
coincided with the individuals incipient menopause. These observations 
nourished assumptions that Alzheimer’s disease might depend on hormonal 
alterations: its prevalence was higher in women.” Such deliberations were 
paralleled by a growing psychiatric interest in menopausal effects during the 
1930s and 1940s, an interest to which the publication of Helene Deutsch’s The 
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Psychology of Women: A Psychoanalytic Interpretation (1944-5) contributed.” 
Against this backdrop, fictional works soon began to centre on female rather 
than male individuals marked by memory loss. Among them, we find William 
Trevor's Mrs Maylam in The Boarding House (1965), Paul Bailey’s Faith Gadny in 
At The Jerusalem (1967), Elizabeth Taylor’s Mrs Palfrey at the Claremont (1971), 
Kingsley Amis’s Marigold Pyke in Ending Up (1974) and Barbara Pym’s Marcia 
Ivory in Quartet in Autumn (1977). Norah Hoult’s There Were No Windows (1944) 
I consider to be one of the first works of its kind.” I take a closer look at this 
narrative here for two reasons. It suggests that, on a cultural level, memory loss 
in old age continued to be connected to nineteenth-century conceptualizations 
of insanity. In addition, hallucinatory symptoms are central to the protagonist’s 
illness experience. This is important to our understanding of dementia in fiction 
for two reasons: such symptoms held a prominent place in fiction much earlier 
than in clinical practice, and they continue to be an established part of dementia 
fiction. 

The novels structure traces the 78-year-old writer Claire Temple's 
increasing isolation and growing confusion. We easily get lost in the narrative's 
progressively more convoluted structure, as an increasing number of chapters 
and subchapters fans out through the text unsystematically. We are drawn into 
‘the dark night of the imagination’ (183): that is, Claires confused inner world, 
and her remaining awareness in the narratives overgrown third and final part, 
which covers half the text. Hoult explores and anticipates this void in part two 
of the novel. There, we see Claire's isolation through the eyes of the visitors to 
her house. These visitors are Edith Barlow, who ‘was not looking forward to 
her fortnightly Sunday luncheon with her old friend ... which had now become 
merely a trial to flesh and spirit’ (91); Mrs Sara Berkeley, Claire Temple's former 
secretary, who hopes to get hold of Claire’s ‘oceans of waste-paper’ (129) for her 
war-time charity work; and Mr Francis Maitland, who ‘had been warned that 
old Claire had gone completely ga-ga, that it was too embarrassing and quite too 
dreary to go and visit her these days’ (143). Joining Claire one by one, chapter by 
chapter, they give us the full view from ‘outside’ (89) onto Claire’s condition; ‘of 
her becoming such a bore, and such a dreary lachrymose bore’ (91), ‘who was 
now so much of a lunatic (134) and ‘half-mad’ (162). 

Each visitor has their diagnosis of Claire Temple’s condition ready, ranging 
from her being mad, bad and wicked to simply sad and depressed. These diagnoses 
suggest how the nineteenth-century changes in the definition of insanity 
continued to linger in the popular discourse surrounding mental illnesses in 


the early twentieth century.” At the same time, in their awareness of Claire's 
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former activities, those close to her find it difficult to diagnose senility in her 
condition, because ‘senility sat back heavily in its arm-chair, saw little, and heard 
little, was lifted into bed and out of bed’ (179). Literary critics have developed 
their own views on Claire Temple's illness. Julia Briggs, in her afterword to the 
novel, reads Hoult’s account first and foremost as a narrative about the trials 
and tribulations of ageing, while deliberations on dementia feature only insofar 
as she mentions Iris Murdochs ‘comparably sad, non-fictional ending[ J.” 
Nick Hubble and Philip Tew, by comparison, believe that Hoult ‘captures the 
repetition, circularity, dislocation and irritations of dementia, but they do not 
historically contextualize such a reading.” 

I see Claire Temple’s symptoms in the same lineage as those of Auguste D. and 
Johann F., though at a later age (note that I do not aim for a diagnosis in present- 
day terms, but strictly refer to Alzheimer’s descriptions made in 1907 and 1911). 
Claire’s ‘screaming, scream after scream’ (174) for fear of being abducted results 
from her fear of being ‘robbed and poisoned’ (281) and trying unsuccessfully 
to dress herself (307). In addition, just as Alzheimer stressed Johann F's 
impoverishing of vocabulary and eventual, total loss of spontaneous speech 
(361), Hoult uses Claire’s loss of language and literary world to characterize her 
protagonist’s condition. Claire’s continued citing from literary works implies 
her loss of identity - both in its witnessing to Claire’s living in the past and 
in its intertextual reference to Shakespeare's King Lear. Her name dropping 
and reference to long-deceased authors as her colleagues place her near the 
living dead. 

Also, Claire’s freedom of spirit brings her close to the feeble-minded women 
Patrick McDonagh identifies in Victorian narratives, who are also depicted as 
sexually available in inappropriate ways.! I find this reading of McDonagh’s 
theories particularly helpful, because notions of feeble-mindedness give us 
access to Hoult’s narrative exploration of Claire’s illness experience. To illustrate 
this point, I want to take a brief look at William Faulkner’s Benjy in The Sound 
and the Fury (1929). Benjy is one of four children of a Southern aristocratic 
family in decline after the American Civil War. I introduce him here, because 
it would seem, as Suzanne Nalbantian has observed, ‘that Faulkner creates the 
mentally retarded character Benjy in order to depict an uncontrolled intrusion 
of memory which completely breaks down rational barriers between the present 
and the past." I propose that Benjy’s memory is the kind of associative memory 
that Freud had in mind when putting forward his ideas about how experiences, 
and the associations they create, leave memory traces that underlie mental 


pathology. This type of memory is conceptually close to the hallucinatory 
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associations Hoult creates in order to draw the reader into Claire Temple's 
condition. 

Claire's final days are set against the background of ‘the madding war’ (153), 
the Blitz, which Briggs identifies as echoing Claire Temple’s ‘inner chaos and 
fear.” In setting her story in the Second World War, Hoult develops a twofold 
way of opposing Claire's lack of present-day perception to her enhanced living in 
the past (her long-term memory remains intact). Claire associates the London 
bombing with Zeppelin attacks of the First World War. And she links blackout 
nights to ‘darkest London; an image that was engendered, for Victorian society, by 
the industrialization-related growth and urban poverty in the wake of nineteenth- 
century demographic and population shifts. Hoult can depict Claire Temple’s 
less and less steady grasp of the present by letting her move between the present 
Second and the past First World War. The linking perceptions are those of her 
past experience: London’s deprivation and destitution during the First World 
War. These oscillations across time, and her old age, make Claire ‘a specimen 
of pre-war ... pre-last war, of course - literary-cum-social hostess’ (179). Hoult 
then further enhances Claire’s living in the past, as Claire, in believing to live in 
the present of the First World War, constantly moves back to her past: the lost 
Victorian Age. 

With the arrival of Miss Jones, a companion and caregiver for Claire, we 
appreciate the emotional need related to Claires living in the past: “Her chief 
way of escape previous to the advent of Miss Jones had been into the past ... 
in which ... she had been admired and entertained ... [Miss Jones] barred the 
entrance to that house of the past ... putting her in full mind of the unhappiness 
of her present lot’ (250-2). Why is Claire Temple so concerned about living in 
the present? She tells herself: ‘If youre not careful, they'll put you into a mental 
home. You have lost your memory, and that’s what they do to people who have 
lost their memories’ (252). Her imagination running wild, she hears ‘the harsh 
noise of iron gates clanging behind her; she passed through a door, and turned 
just in time to see the bolt drawn behind her; she screamed; someone muffled 
her mouth with a huge hand and dragged her on; dragged her into a padded 
cell, where no one would hear her screams’ (254). Claire's mental pictures of an 
asylum are fuelled by fears of involuntary detention and, linked to this, being 
‘certified as a raving lunatic’ (288). 

Just as definitions for mental conditions had shifted throughout the 
nineteenth century, the understanding of how individuals suffering from such 
illnesses should be cared for also changed.’ Ending up in any institution was 
considered a disgrace, because it meant that a family had not the means to 
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look after an individual. It was the custom of the upper classes to hide cases of 
feeble-minded family members, rather than admitting them to institutionalized 
care.'® In addition, towards the end of the nineteenth century, fears had grown 
about wrongful detention. Wilkie Collins, for instance, explores memory loss 
in relation to wrongful detention in Laura Fairlie’s character in The Woman in 
White (1859), and Mary E. Braddon broaches the role of detention in a private 
institution rather than prison in Lady Audley’s Secret (1862). 

Most problematic, however, was the involuntary aspect of detention. In 
England, the power of the state to incarcerate the ‘furiously mad and dangerous’ 
first appeared in the eighteenth-century Vagrancy Laws: individuals could be 
confined subject to the decision of a magistrate.!” These fears were appeased by 
the 1890 Lunacy Act: two doctors’ certificates were now additionally required 
to effect incarceration of the insane in private as well as public asylums. But 
medicalizing the process of psychiatric detention did not lift the stigma attached 
to being certified. Also, substituting the phrase ‘mental hospital’ for ‘lunatic 
asylum, which the 1930 Mental Treatment Act achieved, did not remove the 
stigma attached to institution and the certified." Read in this light, Claire 
Temple’s supplication to her doctor, ‘You won't certify me, will you?’ (261), 
is more than understandable. It illustrates how preconceptions of the elderly 
needing institutionalized care became amalgamated with ideas of mental 
impairment.!® 

Claire Temple’ fears continue to be fuelled by the degenerationist and social 
Darwinist notions that linked the mentally ill to the child, animal, savage and 
elderly and that determined their treatment by institutionalization: she feels 
treated ‘as a wild beast’ (308).’” After the Great War, theories of degeneration, 
which since Morel had framed the classification of dementias, started to go out 
of favour.'!° This is partly explained by the fact that the fin-de-siécle period 
was conceptually coming to an end by 1940 - and with it societal concepts 
of degeneration as a characteristic feature of that period.'’ However, its most 
atrocious eugenicist consequences entered general awareness only at Hoult’s 
time of writing, as her character Dr Fairfax reflects on in regard to the ‘sacrifice 
of the individual to the claims of the state, the race, or the hero leader’ (305). 
In addition, treatment practices did not necessarily have a good reputation. 
This was the case because attitudes towards the insane initially resulted from 


compensating for the absence of medical therapies.'” 


For example, in the 
conviction that senile dementia was ‘of its very nature incurable, Kraepelin 
covered therapeutic intervention in less than half a page in his textbook (632)."° 


Such marginalization exemplifies the limited care the elderly received before 


50 ‘The Diseased Brain and the Failing Mind 


geriatric medicine and gerontological research began to make headway in the 
1940s." 

In summary, dementia as an illness was slow to become an issue within wider 
cultural awareness. For a long time what now appear to be hallmarks of dementia 
remained part of the characteristics of old age and ageing, and went unnoticed 


in popular culture for most of the nineteenth century.’ 


Late Victorian society 
lacked the readiness to accommodate and appreciate the elderly and their need 
for care. In such a context one could argue that Galsworthy’s Timothy had to 
be a secondary character.'!‘ In fact, Timothy’s presence (in his absence), from 
beginning to end, his hovering over the family clan and the early-twentieth- 
century reader, epitomizes the issue. His passivity and apparent absence from 
text and life suggest the lack of awareness of dementia as a growing challenge 
for a population that was beginning to grow old at the end of the nineteenth 
century. 

In the tradition of social realism, the Edwardian Galsworthy delineates 
dementia as one form of degeneration and links it to post-Darwinian myths of 
decline and degeneration. Throughout this study, his ‘scrupulous depictions of 
external appearances, as I note in Timothy Forsyte, will remain with us." We 
may think of Hoult’s novel as revisiting Galsworthy’s motifs. Yet Claire Temple's 
case is more firmly cemented in the context of contemporary scientific work 
and a growing general awareness of ageing as a societal challenge. Furthermore, 
the medico-scientifically depicted cellular disintegration becomes a theme 
ever more widely elaborated in fiction, a rhetorical strategy and image shared 
between brain science and creative fiction." Galsworthy gives voice to different 
characters to map the dynasty’s breaking apart; Hoult uses a similar strategy in 
order to bring out Claire’s disintegration. 

Only during the 1980s would fiction bring home the inner workings of the 
mind of subjects with Alzheimer’s disease, exploring notions of associative 
memory to the full. Hoult’s method of narration and her strictly limiting third- 
person perspective gives away information and understanding only bit by bit. 
It gives us, in the wake of early-twentieth-century stream-of-consciousness 
narration, a first glimpse into the mind of the patient. Thomas G. Pavel 
observes that 


modernist novels often take place in a pervasive atmosphere of emptiness and 
sorrow. The characters do not entirely know who they are or why they act the 
way they do. Focusing on their fragile psyches, the all-powerful writer leads 
readers through an intricate stylistic labyrinth whose gloomy incoherence, 
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biting irony, or uncanny intellectual sophistication emphasizes its distance from 
real life. The links between characters and their society grow weak or disappear, 
and the figure of the loner ... increasingly holds center stage.'” 


In this regard, modernist narratives like Hoult’s do not only anticipate the 
‘partial view from which both patients and caregivers must present their case.!”° 
They have created the terms in which we understand consciousness and mental 
illness today. They push us closer to the patient's lived experience - from which 
we remain removed in social realist narratives. As such, modernist narratives 
should also be taken as foreshadowing a more profound understanding of 
the patient experience towards mid-century. Modernist narration could be 
understood as having opened the patient’s experience to the medical arena in 
a way that Freud perhaps could not achieve during a period preoccupied with 
purely materialist approaches to dementia; when the psychoanalytic case history 
remained ‘an institutionalized other for clinical medicine ... at the margins of 
medical discourse:'”' With a growing awareness of ageing as a socio-medical 
challenge, old-age psychiatrists would become increasingly interested in the 
patients experience, as I explain in Chapter 3. 

In this cultural history, we could consider John Galsworthy the prophet of 
the twentieth-century broader cultural dementia discourse. Galsworthy focuses 
on single characters, whose individual destinies echo historical and social 
processes.'” He illustrates that during the period of the decline of the British 
Empire, societal changes occurred that included a growing number of elderly 
people, whose prevailing conditions encompassed memory loss. Norah Hoult 
subsequently depicts the first consequences of these economic and cultural 
changes and anticipates sociopolitical concerns about the rising number of 
older people and age-related diseases, which basic scientific research and 
applied medical practice were addressing. Later in the twentieth century, we see 
writing that explores how attention to the elderly as needing care turned them 
into an entity requiring clinical management, without any recognition of their 


individuality. 
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Culture shapes politics shapes science 


Researching old age: From medical 
science to old-age psychiatry 


Old age in America is often a tragedy. Few of us like to consider it because 
it reminds us of our own mortality. It demands our energy and resources, it 
frightens us with illness and deformity, it is an affront to a culture with a passion 
for youth and productive capacity. We are so preoccupied with defending 
ourselves from the reality of death that we ignore the fact that human beings 
are alive until they are actually dead. At best, the living old are treated as if they 
were already half dead. 

Robert N. Butler, Why Survive?! 


Robert N. Butler (1927-2010) was an American old-age psychiatrist whose 
work on the social needs of the elderly profoundly influenced healthcare politics 
in the 1960s and 1970s.? In 1974, this development culminated in the Research 
on Aging Act, Butler becoming the first director of the newly emerging National 
Institute on Aging (NIA). The NIA has shaped scientific and medical research 
on ageing and old-age diseases both nationally and internationally, and its 
actions have strengthened a medico-scientific dementia discourse and formed 
a parallel sociopolitical and healthcare dementia discourse, during the 1980s. 
In his Pulitzer Prize-winning Why Survive? Being Old in America (1975), Butler 
engaged with popular beliefs about ageing and old-age diseases, among them 
dementia and memory loss. 

Butler’s observation that the elderly were being treated as half-dead reminds 
us of early-twentieth-century cultural images of the dementia patient as living 
dead, such as Galsworthy’s Timothy Forsyte and Hoult’s Claire Temple. It 
suggests that popular concepts of ageing and dementia had become linked by 
the mid-1970s. This chapter tells the story of how this amalgamation happened. 
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I will trace the continued evolution of a cultural dementia discourse that centres 
on loss and decline, charting it against the background of ageing as a growing 
challenge to healthcare between the mid-1940s and the mid-1970s. During this 
period, age-related medical research - geriatrics and old-age psychiatry - began 
to become a distinct field. I will illustrate three mechanisms that supported how 
popular concepts of ageing and dementia became linked. First, gerontology as the 
science of ageing employed terminology that strongly relied on early-twentieth- 
century medico-scientific concepts in the images of decline, degeneration and 
loss it adopted. Second, old-age psychiatry relied on materialist descriptions in 
how it blended concepts of ageing as illness with those of senility or dementia 
as old-age illness and so perpetuated notions of loss and decline. Third, on a 
cultural level these discourse developments contributed to dementia becoming 
a prevalent attribute for older people. 

Until the 1870s, the elderly were considered incurable, because old age 
and the decline of the body meant the same thing.’ In the discourse of ageing, 
degeneration referred to tissue alteration and cell loss. Therefore, as late as 1904, 
a general theory of old age - considered to begin between 50 and 60 years of 
age - might be expressed in the following way: ‘a general atrophy of the organism’ 
explained by the loss of cells in kidney, liver and brain and cells showing ‘signs of 
degeneration in the form of deposits of fat. The immunologist Elie Metchnikoff 
(1845-1916), who used this terminology, believed that one’s immune system 
attacked the body’s own tissue weakened by age and described old age as a 
‘chronic disease which is manifested by a degeneration, or an enfeebling of 
[nervous cells]’* Similar expressions were employed by Alois Alzheimer and 
his colleagues in relation to dementia. Around 1900, both dementia and ageing 
were considered pathological: conditions of degeneration and enfeeblement. 

In the early twentieth century major advancements in the medico-scientific 
understanding of old age came from the United States. They evolved around 
the idea that debilities typical in later life were caused by decline in old age.’ 
The Austrian-born American Ignatz Nascher (1863-1944), who in 1909 coined the 
term ‘geriatrics, defined disease in old age as a pathological process that occurred 
in a normally degenerating body.‘ This degeneration became normal, because, as 
in Georges Canguilhem’s maxim, ‘statistical frequency expresses not only vital but 
also social normativity’; with an increasing lifespan in an ever-increasing number 
of individuals, biological processes related to ageing had to become normal.’ This 
means that ageing remained linked to a process of degeneration, but began to be 
seen as only one period in life, wherein diseases were more likely, statistically and 
biologically. One of these illnesses was senile dementia. 
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In the United States in the 1940s attention to health and illness in old age 
intensified further. By 1941, leading figures of gerontology and geriatrics 
were convinced that research regarding the elderly should cover three distinct 
areas: ‘the biology of senescence, geriatric medicine, and the sociology of an aging 
population:* The related change of perspective - to consider the sick elderly as 
patients - spread across the United States and eventually Europe.’ In Britain, the 
geriatrician Marjorie Warren (1897-1960) was the first figure publicly to lament 
the neglect of the elderly in hospitals.” Her writing perpetuated the conceptual 
link between illness in old age, and ageing and dementia as conditions of 
degeneration. In particular, Warren considered ‘senile conditions of all types, 
including all the degenerative conditions, from simple uncomplicated senescence 
to the terminal stages of senile dementia." That said, her efforts, together with 
those of other geriatricians, laid the groundwork for what in 1947 became the 
British Geriatrics Society. A year later, the National Health Service came into 
being, enabling the growth in Britain of geriatric medicine and research related 
to old people’s welfare and service provision as well as medical conditions.’ This 
research was keenly interested in what was normal as compared to pathological 
in older people, and I will show how the ways in which this research relied on 
organic understandings of dementia further strengthened notions of ageing 
as loss. 

As one of the first socio-medical studies conducted around the middle of 
the century, Joseph H. Sheldon’s The Social Medicine of Old Age: Report of an 
Inquiry in Wolverhampton (1948) addressed this issue.” Sheldon (1893-1972) 
surveyed the health status of older people living in their own home. Based on 
his observations, he defined elderly people as ‘normal’ when they led ‘for the 
most part an active life, with full retention of their faculties and without undue 
emotional disturbance’ (117). He further distinguished individuals with ‘slightly 
impaired’ faculties (118), who showed ‘a tendency to apathy ... depression of 
spirits; a slight failure of memory’ (122). ‘Cases with severe mental deterioration, 
in turn, showed themselves ‘forgetful, childish, difficult to live with’ or even 
‘demented, very difficult to live with’ (123). Importantly, Sheldon concluded that 
‘the feeling of being still necessary to the world and of having something to do is 
essential to the mental health of old people’ (117). 

Building on Sheldon’s insights, Kenneth Hazell aimed to outline ‘medical 
and social problems and the link between the two’ in Social and Medical 
Problems of the Elderly (1960).'* Such research was mainly driven by two 
factors: fears about the ageing of the population, and the awareness of old- 
age poverty in the context of post-war prosperity and the welfare state." 
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Considerations of ‘productive capacity, in fact, played a major role in how 
the elderly were viewed negatively during the 1960s and 1970s. In one of his 
books on the societal challenges of ageing, Trevor H. Howell, for example, 
stated that ‘old people consume more of our national wealth than they 
produce ... in fact from the economic point of view most old people are 
parasites.'‘ When considering Butler’s definition of ageism as manifesting 
itself in ‘discriminatory practices in housing, employment and services of 
all kinds, the growing geriatric healthcare initiatives by themselves risked 
contributing to this kind of stereotyping of the elderly.” In Barbara Pym’s 
tragic-comic Quartet in Autumn (1977) the healthcare worker Janice thinks 
in such marginalizing terms about Marcia Ivory. She wonders ‘what kind of 
job could somebody like Marcia do? ... keeping a house in order needed a 
certain attitude of mind, and later muses that ‘sometimes you almost felt 
it wouldn't be a bad idea to shove [all these retired people] off all together 
somewhere.’ 

Hazells 1973 edition of Social and Medical Problems of the Elderly is the 
first major medical work that I have discovered to make substantial reference 
to dementia in clinical practice (as compared to medico-scientific research 
activities at the beginning of the century). Dementia as one form of ‘organic 
mental syndrome’ was described in terms which Alois Alzheimer had used in 
relation to Auguste D’s behaviour: 


The patient is likely to show gross loss of memory, intellectual weakness, lack of 
concentration, grasp and attention, and to be hopelessly disorientated as to time 
and place ... Emotionally, he may be quite out of control, weeping one moment 
and laughing at another, or flying into petty tempers. Or the patient may show 
emotional loss with gross apathy and indifference to his surroundings, undue 


drowsiness and perhaps incontinence. (1973; 145) 


Alzheimer’s disease, as a condition of socio-medical concern, emerged only 
in the early 1970s, as a newly introduced chapter on ‘Mental disorders in the 
elderly’ in the 1973 edition of Hazell’s book suggests. This slow change might 
be related to the fact that there was no agreement on who should be responsible 
for cases of dementia: welfare services, psychiatry or medical geriatrics.” 
Medical scientists focused on the specimen, that is, molecules, mechanisms and 
methodologies related to Alzheimer’s disease diagnosis. Old-age psychiatrists, 
in turn, paid attention to behavioural aspects. However, the science-based 
emphasis on the condition’s organic nature was imported into, and perpetuated 
by, old-age psychiatry during the 1960s. An analysis of the studies presented at 
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the first international conference featuring Alzheimer’s disease in Lausanne in 
1967 reveals that the patient was considered a carrier of behavioural symptoms 
of loss that could be related to cerebral losses. 

Work discussed at this conference focused on evidence for mental events 
grounded in brain tissue studies. It reveals a reciprocating relationship 
between geronto-psychiatric approaches and medico-scientific research. 
This relationship reinforced concepts of decline and dissolution. Researchers 
charted patients’ ‘progressive demential dissolution’ and presented evidence 
of ‘[spectacular] similarities between the behaviour of the demented and of 
children.” These similarities included, among other aspects, ‘disintegration of 
body awareness, ‘loss of recognition’ and impoverished vocabulary.” As noted 
previously, the idea of mental illness as aligned with childhood was initially 
expressed during the 1850s and developed further by social Darwinists. By 
the mid-to-late 1960s, it had become scientifically entrenched: expressed as 
a ‘hierarchy in disintegration which proceeds in an inverse order to that of 
infantile evolution, where disintegration moved ‘from voluntary action towards 
automatism.” 

The images drawn by old-age psychiatrists at this conference consolidated the 
medico-scientifically cultivated narrative of loss and expanded this concept of 
loss to the entire individual (as McMenemey’s work had anticipated). By the end 
of the conference, however, delegates had to acknowledge that they were unable 
clearly to delimit normal from pathological ageing processes; nor could they 
offer ‘precise and common definitions for the various degrees of senile decline.” 
Both gerontologists and geriatricians in Europe and America considered these 
two issues to be of central importance. Their attempts to delineate the boundaries 
between normal ageing and disease in older age, together with growing efforts to 
improve the situation of older people, ultimately drove the creation of the NIA 
in 1974.” 

Coinciding with the NIAs creation, neuroscientists like Robert Katzman 
(1925-2008) advocated the elimination of age of onset as the criterion separating 
senile dementia from Alzheimer’s disease, writing that 


the argument that Alzheimer disease is a major killer rests on the assumption 
that Alzheimer disease and senile dementia are a single process and should, 
therefore, be considered a single disease. Both Alzheimer disease and senile 
dementia are progressive dementias with similar changes in mental and 
neurological status that are indistinguishable by careful clinical analyses ... We 
believe that it is time to drop the arbitrary age distinction [younger or older 
than 65] and adopt the single designation, Alzheimer disease.” 
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In other words, Alzheimer’s disease should become the term used for all cases of 
dementia - both senile and presenile. The move prepared by Katzman galvanized 
public awareness of, and led to increased funding for, Alzheimer’s disease. This 
process went hand in hand with scientists increasingly seeking contact with the 
popular press.” Katzmans ‘killer’ metaphor would remain prominent, eventually 
serving as a central figure of speech in a growing scientific and cultural dementia 
marketplace. By 1985, the NIA had established ten federally funded Alzheimer’s 
disease research centres to coordinate clinical, behavioural and laboratory research. 
This fast rise in biomedical research suggests that Alzheimer’s disease advocates 
could convincingly pitch finding a cure as a necessary and good thing. However, 
they articulated less successfully the need for caregiver relief.” As I will discuss later, 
this strategy drove the neuroscientific, non-psychiatric description of the patient, 
while the caregiver's struggle for support increasingly marginalized the patient. 

By the late 1960s, cultural representations linked ageing and dementia in their 
images of decline and loss. I will read Paul Bailey’s novel At The Jerusalem (1967) 
against contemporary socio-medical work to show how research-driven attention 
to the elderly as needing care turned them into an entity requiring clinical 
management, without any recognition of their individuality. Bailey's narrative is 
both product and reflection of this development.” But At The Jerusalem does 
more. It is a fictional counter-narrative to the patient being objectified by the 
1960s’ geronto-psychiatric discourse that equated ageing with senile dementia. It 
is a riposte to what Sally A. Gadow called the ‘failure of gerontology to attend to 
the subjectivity of aging.” I would even describe it as the beginning of a counter- 
discourse which patients would develop in the 1990s: a counter-discourse to the 
objectification conditioned by the NIA’ healthcare campaigns of the 1980s. 


At The Jerusalem: Dementia defines the 
elderly in 1960s new realist fiction 


Loneliness is the cause of much misery and also the root cause of much ill health 
and disease in the elderly. It leads to depression, a disinterest in what is going 
on around and, coupled with a poor memory, presents many of the features of 
mild dementia. 

Kenneth Hazell, Social and Medical Problems of the Elderly” 


In 1973, Kenneth Hazell described the socio-medical causes of dementia in 
terms that summarize much of what Bailey’s Faith Gadny endures in a home for 


Culture Shapes Politics Shapes Science 61 


the elderly.*' Paul Bailey returns to earlier images of the forgetful senior, destined 
to die in a confined space, and broaches the burden of elderly caregiving. But he 
sharpens these images in the light of an increasingly ageing population, especially 
since, by the 1950s, the majority in the United Kingdom would live well into 
their sixties.” In fact, Bailey had not thought of either Alzheimer’s disease or 
dementia when imparting memory loss to Faith Gadny: he ‘simply wanted to 
make Faith look old.” Bailey narrates dementia as dispossession on a societal 
scale: as the loss of independence and dignity, freedom and will. Dementia as the 
loss of one’s mind, and the loss of a life worth living, is presented as the result of 
the devaluation of the elderly in institutionalized contexts. 

In a flashback, the narrative’s second part shows the reader the reason for 
Faith’s predicament: her perceived loneliness in her stepson Henry and his wife 
Thelma’s house before she is sent to live at The Jerusalem. Set outside the time 
and space of the chronological sequence of events in the narrative, we can take 
this section as Faith’s reminiscing about the past. This reminiscence is triggered 
by her being ‘sentence[d] to solitary confinement’ within the home, which in 
turn is covered in the narrative’s final part.” In reliance on Robert N. Butler's 
definition, I would describe Faith's life review as 


a naturally-occurring universal mental process characterized by the progressive 
return to consciousness of past experiences, and particularly, the resurgence of 
unresolved conflicts; simultaneously, and normally, these revived experiences 
and conflicts are surveyed and reintegrated. It is assumed that this process is 
prompted by the realization of approaching dissolution and death, and by the 
inability to maintain one's sense of personal invulnerability. 


Faith’s unresolved conflicts lie at the root of her having been sent to a home for 
the elderly in the first place. They are intimately related to the time in Henry and 
Thelma’s house, where she moves after her husband’s and her daughter Celia’s 
deaths. 

Since the mid-1940s, it has been commonly accepted among geriatricians 
and social researchers that enabling older people to live in their own home for as 
long as possible would help them stay fit and active, because they retained their 
independence for longer.” The resulting need for more support in the community 
for the elderly became clear in the 1950s, and socio-medical concerns about the 
elderly at home rose in the 1960s. With or without assistance from their families, 
elderly people, like Faith, had to adapt to new forms of dependence. Given that 
‘in seventy years she had never sunk so low [that] she had to accept charity’ 
(98), Faith fears being seen as a burden. She refuses to disengage from social life 
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‘out of a desire to remain useful, consequently ‘dust[ing] and polish[ing]’ (100), 
and offering to mind her grandchildren Edna and Michael.” 

In this context, Faith’s wish to pass on some of her books to her grandchildren 
powerfully symbolizes her increasing feelings and fears of uselessness and 
dispossession, not least as these books end up ‘in a dustbin’ (152). The thrown- 
away books therefore embody Faith’s increasing loneliness and become an image 
of her losses, both material and intellectual. Helen Small notes that ‘old age and 
decline are not simply biological facts ... but highly responsive to a persons 
perception of their ability to go on possessing certain goods crucial to their 
sense of themselves as themselves - including favourable historical, political, and 
intellectual environments.** Just as Timothy’s dummy books had anticipated the 
image of the dementia patient as an empty shell, Faith’s thrown-away books could 
be read as her mental deterioration and emptying, also because she wonders 
herself: ‘If I tried to read would I reach the end of a line? Would my brain desert 
me halfway?’ (152). As an image of lived experiences, acquired knowledge 
and wisdom, discarded books ultimately stand in for Faith’s losing herself: she 
considers herself treated by Henry and Thelma ‘like trash, waste’ (41). 

Faiths feelings of low self-esteem follow her sense of loneliness - her 
perception that she was just ‘a guest in [Thelma’s] house’ (119) - battling to get 
‘through the day, talking, eating, dressing, trying to sleep’ (137). These indicators 
of depression are accompanied by the first signs of memory loss.” Eventually, 
Faith's decline becomes physical. She wets the bed. In this state, she is sent to The 
Jerusalem, feeling that ‘she had dragged her body about [Thelma’s] house. The 
only suitable description. You could hardly say it was living’ (140). She feels, is 
led to feel, like the living dead. 

Read against what we come to understand as Faiths past, the narrative's 
opening broaches what social medics like Hazell were concerned about. Faith 
will decline into senile dementia in The Jerusalem: 


Then there was a dazzle of green and white, white and green. Then the colours 
separated, became clear: the white was above, the green below. Tile, she saw, 
followed tile ... there were graves ... Beyond the graves, women were seated on 
benches, enjoying the sun. One woman's skirt was drawn up above her knees 
... The sun shone on the graves, the women, the pair of knees. Like the tiled 
walls, they became confused before her. She had to blink to make certain that a 
gravestone wasn't grinning. (9) 


Faith enters ‘a home for the elderly and dying’ (14). Its maze-like corridors and 
tiring staircases match Hazell’s description of old-type institutions that were 


Culture Shapes Politics Shapes Science 63 


originally workhouses and, as such, not suitable for very old and frail individuals 
(1965; 243).*° It contributes to Faiths unsuccessful restoration in her ‘new 
life’ (10). 

Faith has the impression that ‘the painted brick walls would have suited a 
prison more’ (19). These descriptions also included what researcher Erving 
Goffman described as the loss of autonomy and self-control, ideas of ‘permanent 
dispossession and ‘civil death, and the fear of falling into a category beyond the 
‘normal! Faith loses autonomy and independence, is constantly being taken by 
the hand, only to ‘ma[k]e her hand slide free’ (18) for it to be ‘gripped’ again (19). 
She feels treated ‘as if I was a thing’ (26); and interactions with caregivers remain 
superficial and non-empathetic. Especially the matron’s smile ‘was more like a 
tic’ (59), as she, again and again, ‘smiled, shut the smile off quickly’ (e.g. 11, 12, 
13, 57, 167). Faith is fully aware of the impact on her state of her surroundings, 
‘the dinners, the graves, the tiles, the doctor ... the humiliation’ (36), and will 
hold their impact at bay as best she can. Setting herself apart from the women, 
whose ridden-up skirts reveal their lack of self-awareness, Faith keeps an eye on 
her appearance (48).” She refuses to comply ‘with the official role expectation of 
the “happy” and adjusted inmate’ and destroys the few photographs that remind 
her of her past, rather than sharing them during the ‘photo session’ (55) held by 
others. Such behaviour contributes to her not being considered normal any 
more, rather ‘a child’ (82), ‘simple’ (83), ‘mad’ and ‘dotty’ (92). Eventually, she is 
isolated from the home’s community. 

With reference to Hazell’s initial observation, Faith is unquestionably located 
within a social network - first in the form of a family and then the community 
of women in the home. But these networks do not work for her. She sees herself 
in ‘a world of enemies. Henry. Thelma. Edna’ (139) and feels repelled by some 
of the elderly, whom she refers to as ‘creature[s]’ (66) and characterizes as ‘crazy’ 
(68). This feeling of loneliness leads her to disengage and withdraw from the 
womens chatter. She becomes isolated first emotionally, then physically. Faith’s 
relocation to a single room in the home’s attic matches concern about the power 
relations that were played out in the life of elderly. Kathleen Woodward argues 
that ‘the aged have been forgotten and hidden from sight in nursing homes and 
hospitals by the narcissistic younger social body, by those in power“ Faith’s 
sense of self is threatened by her social isolation. Her initial feelings of loneliness 
lead to what Hazell termed disinterest and feelings of depression. Her physical 
isolation from the home’s network, then, reduces her sense of self-worth, which 
derives from relations with others. Consequently, once Faith lodges in isolation, 


the narrative slows down to observe her memory loss, mental absence and 
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physical neglect. Physical isolation leads to dementia, that is, the exacerbation of 
what were initially loneliness-related symptoms. 

As previously observed in the context of Timothy Forsyte’s final appearance, 
the small rooms sparse fixtures anticipate (together with Bailey’s staccato style) 
Faith’s dissolution: A small window, she saw. A bed. A table. A chair. A bowl of 
chrysanthemums? (91). When living at Thelma’s, she had simply sat ‘for long 
stretches, staring’ (118), appearing to be ‘living with the dead’ (116). Now, she 
feels ‘helpless; too weary to look’ (156) but is aware of being ‘old ... [with] her 
poor body’ (169). Eventually, during a party she is allowed to attend, Faith feels 
drawn into a ‘black hole’ (181) and begins to scream and ‘use her hands’ (181). 
The inmates call her ‘mad; ‘an animal’ (181), and demand she be sent away ‘to 
a bin’ (182). Faiths dementia, by now manifest, eventually leads to her further, 
final, isolation. She is sent away in an ambulance. Reading this scene against 
Butler’s remarks on ‘hospital tactics in handling the elderly, we must assume 
that she is taken to a ‘hospital for the mentally ill and might ‘conveniently die in 
the ambulance.* 

Bailey claimed that ‘the ending of the novel is both tragedy and victory’ - 
a statement I would like to consider in relation to R. D. Laing’s assertion 
that ‘madness need not be all breakdown. It may also be break-through. It is 
potentially liberation and renewal as well as enslavement and existential death.“ 
Laing endeavoured to change the treatment of psychiatric illnesses between 
the 1960s and 1980s. He proposed that a patient’s behaviour and experience be 
considered within his or her specific social context.” In Faith's case, her reaction 
helps her to escape the social norms and rules she experiences as oppressive and 
limiting: nursing home-imposed structures that don’t match individual patients’ 
needs. Her behaviour liberates Faith from the objectifying patient images 
Bailey explores in the women’s chatter. At the same time, this ending brings 
out the losses incurred by the patient, once such objectification has influenced 
healthcare considerations. It brings out what a contemporary reviewer described 
as ‘society’s ways of dumping its human garbage.** 

Bailey’s new realism is powerful in bringing home this message. The women’s 
and nurses’ conversations are reported in excruciating detail, almost cruel 
detachment. Imparting no feelings, the invisible narrator treats Faith with exactly 
the same lack of empathy she experiences within the institution. In addition, 
the textual arrangement suggests that neither matron nor nurses ever become 
aware of her past and reasons for her situation and behaviour. The reader, by 
comparison, is given access to Faith’s past as conditioning her behaviour. This 


means, we take in much more fully the deleterious effects institutionalization has 
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on Faiths mind. We could consider this constellation to represent the period’s 
continued disregard for the patient’s narrative and personal illness experience, a 
view that is amplified when noting the exhortation of a contemporary physician, 
namely: ‘Listen to the patient’s story - he is telling you the diagnosis.” 

This brings me to a further dimension to the dispossession pictured by 
Bailey, appreciated all the more when considering Helen Small’s thoughts on the 
historical figure Cephalus in Plato’s Republic. Cephalus’s authority ‘rests on his 
age and his place in society, explains Small; it rests on ‘his ability to speak from 
the perspective of a long and prosperous life.”° Compared to this view of age, 
dispossession in dementia is further aggravated: a dementia patient’s decreasing 
ability and - in Faith’s situation - limited opportunities to speak further lessen 
her authority. It is left to the reader to identify the necessary actions that would 
prevent individuals like Faith Gadny from ending their life in an institution - 
mindless, dispossessed, demented. That said, as early as 1967, Villa and Ciompi 
suggested a ‘dynamic approach leading to real human communication ... also 
with intellectually deteriorated patients.”' But the fate of fictional characters 
like Bailey’s Faith and, a few years later, Taylor’s Mrs Palfrey (1971) and Pym's 
Marcia Ivory (1977) suggests that such measures were rarely implemented. In 
conjunction with Thelma’s claims, their fate also anticipates patient loneliness 
and isolation in the face of caregiver-centred approaches in the 1980s, which 
I illustrate in Chapter 4. 

Kingsley Amis used comparable narrative tactics in Ending Up (1974), a short 
study of shared living for older people, preoccupied ‘with mortality and the 
disintegration of the body, if not the personality, with age.” George, for example, 
‘had nowhere else to go, except into a hospital ward’ (11), and, for Adela, the 
cottage is ‘far from a bad place to end up’ (6). But Marigold, convinced that her 
memory loss ‘is senility’ (43) and that she is ‘losing [her] poor little mind’ (48), 
feels differently. Most telling in the context of Faith’s fate, she senses ‘aversion 
from the prospect of becoming hopelessly senile in the company of people who 
knew her’ (60). Such feelings are perhaps not unexpected, considering that 
Shorty plays tricks on her memory and Bernard cherishes hopes ‘of suggesting 
to Marigold that her insides had started to decompose!’ (79). Reading the death 
of Amis’s five characters in Tuppenny-hapenny Cottage against Faith Gadny’s 
death by institutionalization further highlights how culturally dominant socio- 
medical and healthcare concerns for the elderly had become. 

I have not only placed Bailey’s narrative in the context of Hazell’s studies, 
but read it alongside Butler’s pioneering work. The similarities between the 
insights of a British and an American writer bring home that, by the mid-1970s, 
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ageing, and dementia as a condition in old age, had reached a comparable level 
of preoccupation on both sides of the Atlantic. In fact, Bailey had written At The 
Jerusalem after having read John Updike’s first novel, The Poorhouse Fair (1958).* 
Like Bailey’s creation, Updike's fictional home offers lodging to those whom ‘the 
world ... had in the end discarded’ and the poorhouse fair featuring in his fiction 
wants to give the elderly purpose.* By the early 1970s, socio-medical concerns 
regarding the elderly (whose core condition was dementia) had reached cultural 
awareness on an international scale. Their significance would be reflected in how 
the NIA, at its inception, sought to address two issues: large-scale funding for 
medico-scientific research on dementia and the support of long-term care for 
the ill. 

In the next chapter, I pay closer attention to how the image of the elderly 
person as demented featured in the NIA-instigated social movement that 
transformed Alzheimer’s disease from a rarely applied clinical diagnosis to a 
major medical condition in the Western world.” I ask how the power relations 
established between the young (and healthy) and the elderly (and demented) 
played out in the conceptualization of the patient in the healthcare context at a 
time when Alzheimer’s disease began to replace senility in the public conception 
of ageing during the early 1980s. 


The loss of self in healthcare and 
cultural discourse 


Caregiver guides: Helpers in the face of loss and decline 


A chronic dementing illness places aheavy burden on families: it may mean a lot 
of work or financial sacrifices; it may mean accepting the reality that someone 
you love will never be the same again; it continues on and on; it may mean 
that responsibilities and relationships within the family will change; it may 
mean disagreements within the family; it may mean that you feel overwhelmed, 
discouraged, isolated, angry, or depressed. 

Nancy L. Mace and Peter V. Rabins, The 36-Hour Day" 


In this section, I focus on how depictions of caregivers in the late 1970s and early 
1980s perceived and dealt with dementia in their family, and I study the effects of 
the NIAS influence on the public understanding of Alzheimer’s disease. I explore 
how caregiver manuals such as The 36-Hour Day: A Family Guide to Caring 
for Persons with Alzheimer Disease, Related Dementing Illnesses, and Memory 
Loss in Later Life (1981) contributed to the further development of the cultural 
dementia narrative. I show how these manuals perpetuated into the last decades 
of the twentieth century the unequal power relations between care provider and 
elderly individual established in the 1960s and 1970s, as they explored dementia 
as ‘a heavy burden on families. At the same time, this section explains how the 
first caregiver accounts contributed to the popular Alzheimer’s disease narrative 
that emerged during the early 1980s. In particular, it illustrates how the language 
adopted in first memoirs overlapped with that of caregiver manuals, and how 
such narratives contributed to the cultural persistence of ideas of loss as they 
told of the involution and slow death of a loved parent or grandparent. 

Rosalie Walsh Honel’s Journey with Grandpa: Our Familys Struggle with 
Alzheimer’s Disease (1988) was the first book-form memoir by a caregiver 
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accessible to the English-speaking market. It was brought out by the same 
publisher as the first edition of The 36-Hour Day, and endorsed by the manual’s 
co-author, Peter V. Rabins, who wrote the foreword to the caregiver's story.” This 
constellation underlines the strong educational value old-age psychiatrists saw 
in this narrative. Beginning in 1978, several years before any healthcare guide 
became available, Honel recounts her caregiving experience, in which social 
expectations had thrust the main responsibility for the patient on the family. 
In the 1970s, a steady rise of hospital costs and the consequential effort to limit 
costs in service delivery resulted in a growing demand on informal family care.’ 
At the same time, many families felt an aversion to the ‘nursing home; which 
occupied, as William F. May pointed out in 1986, ‘the same place in the psyche of 
the elderly today that the poorhouse and the orphanage held in the imagination 
of Victorian children. Even those who never set foot in these facilities fear them 
as fate’* This deep-seated aversion is also reflected in contemporary fiction. In 
Margaret Forster’s Have the Men Had Enough? (1989), for example, the daughter 
Briget, who is a nurse, is adamant about the siblings caring for their mother at 
home, and the layout of the short-term care home Birchholme is reminiscent of 
Kenneth Hazell’s descriptions of houses unsuitable for the elderly in the 1960s.° 

Rosalie Honel was the primary caregiver to her father-in-law, while still 
having her own children to look after. She was, as Elaine M. Brody has described 
such carers, one of the ‘women in the middle?‘ In their manual, Mace and Rabins 
acknowledged this position, writing that ‘daughters (and daughters-in-law) are 
“supposed” to take care of the sick. But the daughter or daughter-in-law may 
already be heavily burdened’ (145). Honel’s account was both the product and 
the reflection of this development. It was ‘a story of tragedy; but also ‘the story 
of heroism.’ It exposed the link between how the illness affected the patient and 
how caregiving burdened the adult child, as ‘the balance [shifted] between what 
he could do for himself and what we needed to do for him’ (149). In doing so, it 
set up ‘the stereotype of “old people” as objects of care’ 

Honel’s experiences were representative of contemporary caregiver issues 
more widely. Mario Monicellis comedy Speriamo che sia femmina (Lets hope 
it’s a girl), for example, broached the female family members’ duty to look after 
an ageing parent with memory loss in 1986.’ Elsewhere, the Japanese novel The 
Twilight Years (1972; trans. 1984) by Sawako Ariyoshi, to which Honel refers, 
portrayed a Japanese daughter-in-law’s caregiver burden. And Honel herself 
discovered during a school exchange event that ‘it was obvious that the people in 
France are as concerned about the problem of Alzheimer’s disease care as we are 


in the United States’ (214). From its emergence as a theme of healthcare politics, 
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Alzheimer’s disease posed similar challenges globally. In fact, what the present- 
day cultural and popular preoccupation with Alzheimer’s disease refers to as 
the phase of Alzheimerization in the history of dementia took place in the early 
1980s, and Honel’s work is its earliest witness in multiple contexts: in healthcare, 
in the popular imagination and in medico-scientific discourse.'' Honel’s book 
contributed to the successful advocacy efforts that roused public awareness 
that change was needed in long-term care.'” At the same time, it shows how the 
organic paradigm made its way into an emerging popular discourse. 

The history of Frank Honel’s diagnosis exemplifies how this advocacy effort 
turned concepts of ageing-related memory loss, so far termed ‘senility’ and 
‘dementia, into Alzheimer’s disease in clinical practice. The initial diagnosis 
describes him as ““senile” and suffering from “hardening of the arteries”’ (30). 
A few years later, a neurologist concluded ‘that Grandpa did have senile dementia 
of the Alzheimer type’ (164). To this Honel adds, in quoting from The 36-Hour 
Day, that the ‘diagnosis confirmed what we had long believed. Parts of Grandpa's 
brain were being destroyed by some strange accumulation of “plaques” and 


> 


“tangles” ’ (164). Mace and Rabins placed strong emphasis on the organic nature 
of the condition, when they contended that the ‘changes that occur are not the 
result of an unpleasant personality grown old; they are the result of damage to 
the brain’ (9). Such an assertion supported Honel in her conviction ‘that Grandpa 
was not simply old. There was something wrong with his brain that made him 
forget so much and act so strangely’ (90). This explanation was in line with 
Butler’s anti-ageist interest to counter public misconceptions about senility. With 
Katzmans political move in 1976, senility became related to a specific disease 
rather than ageing: to Alzheimer’s disease as an organic condition of the brain.” 
In particular, Mace and Rabins wrote: “The brain is a vast, complex, mysterious 
organ. It is the source of our thoughts, our emotions, and our personality. Injury 
to the brain can cause changes in emotions, personality, and the ability to reason’ 
(21). They were using the medical model to preclude judgmental stigma about 
‘the unpleasant personality grown old. Their emphasis on the brain as a ‘vast, 
complex, mysterious organ’ brought home to the reader how obviously the 
behaviour of patients had to change as a consequence of organic damage and 
how this change, therefore, had to be empathized with. 

However, the ‘empathetic technique’ of The 36-Hour Day has been described 
as ‘a two-part scheme’: ‘Only when family members ... have denied meaningful 
agency and subjectivity to the person with dementia, can these be reintroduced 
through the superimposition of their own subjectivity onto the experience of the 
other’ In addition, so the anthropologist Lawrence Cohen argues, the temporal 
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language of the title of The 36-Hour Day conveys that the suffering is not that 
of the patient, who is here ‘the agent but not the subject’ of the disease." These 
observations point us to the perspective from which Rosalie Honel was writing. 
She was closely watching the changes in personality of a loved and loving parent 
and grandparent, while having to bear the strain of caring for him. Honel draws 
us ever more into her burden, when, two-thirds into the text, she begins chapters 
in the present tense - a narrative strategy we also encounter in later life-writing 
such as John Bayley’s Iris: A Memoir of Iris Murdoch (1998) and Andrea Gillies’s 
Keeper: Living with Nancy, a Journey into Alzheimer’ (2009). In addition, she 
places great emphasis on the chronology of events. Initially describing Frank 
as extraordinarily self-reliant and as focused on keeping active and useful, she 
ultimately depicts Alzheimer’s disease as leading to Frank's progressive decline. 
After Frank’s death, Honel ponders the times ‘when he lost full human awareness 
and withdrew into a shell of pure physical existence’ (240). 

I emphasize Honel’s use of the shell metaphor here not only because we 
already beheld it in the context of Galsworthy’s writing. Its full implications were 
becoming apparent once carried into discussions on advance directives and 
living wills, which had to consider ‘the relationship between the predemented 
self and the “shell” of that self left since the progression of dementia.'* Moreover, 
social scientists described ‘an “unbecoming” process, due to the mental 
deterioration caused by the disease’ in Alzheimer’s disease, resulting in the 
patient being ‘increasingly devoid of content.” Notions of the patient's lack of 
self-recognition and failure to recognize others were reinforced by images of the 
living dead. These images, albeit in existence since the fin de siecle, obtained 
further meaning in a wider atmosphere of growing popular fascination with this 
concept seen in cultural texts such as George Romero’ film Night of the Living 
Dead (1968)."* The image of the patient as victim struck by a killer disease played 
into the same understanding of the patient as passive. 

The idea of the patient as living dead dominated contemporary information 
campaigns. Such campaigns represented a ‘health politics of anguish.” They 
portrayed poster patients like Rita Hayworth, and in the early 1990s Ronald 
Reagan himself, as subjected to ‘a devastating horror, in this way creating ‘a 
new cultural demon.” Celebrity faces successfully drew attention to the cause 
of Alzheimer’s patients. But they were instrumentalized in a way that further 
stigmatized the condition in the mainstream.” Patients were not allowed 
to speak for themselves: they were presented as silent objects of pity without 
agency.” This agency-denying language rose to prominence once Alzheimer’s 
disease had entered popular print media. An article in the Washington Post, 
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for example, negotiated with Katzman’s comparison of Alzheimer’s disease to a 
killer, asserting that Alzheimer’s ‘changes our very soul, our very spirit. It lessens 
our humanity ... a person with a serious dementia is no longer human. He's a 
vegetable? A weekly news magazine reported on ‘a slow death of the mind.” In 
addition, a further caregiver guide propagated ‘the loss of self, while claiming 
that patients ‘have a great deal to teach us about living with the anguish of what 
one man called “a living death” ” This contradiction in terms is embodied in the 
guide itself: it privileges, like The 36-Hour Day, the caregiver's perspective and 
experience. 

This observation is noteworthy for the fact that a contemporaneous project 
paper set out principles of good practice for the care of older people with 
dementia.” It pointed out that ‘failing mental mechanisms; the failure of coping 
strategies and the restricted power to communicate were stressful experiences 
for the patient (10). The paper asserted that, to ‘understand the “experience of 
dementia’, it needs to be seen from the elderly person’s point of view - how it 
disrupts and complicates the process of living a full life’ (9). Consequently, the 
authors matched action points to principles of care for the patient as an individual 
with human needs and rights (7-8). These action points were formulated in 
the first-person singular as claims and demands of the patient (14-23). Yet in 
1985, family members still described ‘care provided [in nursing facilities as] 
ignorant, indifferent, callous or even destructive.” My argument here is not that 
scientific ways of thinking have influenced specific care habits. I merely suggest 
that certain habits and attitudes are symptomatic of a specific period, which is 
marked by particular scientific or medical perspectives on the condition. Take 
the following example: Sawako Ariyoshi’s narrative was originally entitled 
Kokotsu no hito (ecstasy man). But allusion to the patient’s lived experience 
(and need to be active) was entirely overwritten in the American-published 
translation The Twilight Years from 1984; instead, the translation emphasized 
the caregiver’s view of the patient’s dissolution. 

Caregiver burden and pain are intensely real at all times. But during the 
1980s, they were highlighted at the expense of direct attention to the patients 
personal experience. Both contents and layout of The 36-Hour Day confirmed 
the caregiver in their dominance within the carer-patient relationship.” Mace 
and Rabins certainly included information relevant to patients, recognizing that 
‘people, including those suffering from these conditions, may read this book’ 
(xiv). But patients like Larry Rose, who published his illness experience in the 
mid-1990s, did not see their perspective reflected and needs considered in this 


manual, writing: 
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The 36-hour Day was about the best one I read. There was a lot of good 
information there, but it was mostly for caregivers. I could not see where any of 
it applied to me. I am just not like most of the Alzheimer’s patients I read about. 


I can still think, talk, walk, write and do almost anything I want.” 


We do not gain the impression of such an independent and capable patient 
from Honel’s account. She sees a child in her father-in-law. Among other things, 
she remarks that ‘having Grandpa in our home at this time was like having 
another baby’ (39). In a similar way, advice provided in The 36-Hour Day relies 
on notions of the patient as regressing into a second childhood: “When we 
offer to help with something a person has always done for himself ... it is a 
strong statement that this person is not able to do for himself any longer, that 
he has, in fact, become like a child who must be told when to dress and must 
have help’ (64). Notions of the patient as child may well originate from earlier 
medico-scientific as well as fin-de-siécle degenerationist concepts. But when we 
read from the perspective of the family caregiver we become aware of the full 
implications and added dimensions of this discourse. Subject to a ‘change in 
roles, as Mace and Rabins wrote in 1981 (141), and Honel agrees (99), the adult- 
child caregiver loses a parent and, in turn, becomes, in Honel’s words, parent to 
‘a two-year-old’ (210). Engulfed by such feelings, Honel might find it difficult to 
give space to her father-in-law’s own articulations. 

Additionally, through a handful of Rosalie Honel’s children’s diary entries, we 
behold the pain that comes with Frank Honel’s illness. Like her mother, Therese 
Honel believes that ‘Grandpa is ... like a child’ (73). But when she affirms that 
his ‘happiness is the best thing about him’ (76), she draws our attention more 
to her grandfather’s remaining personality, rather than what the adult child - 
Rosalie Honel - sees as being lost. It is from the voice of a child - in Honel’s 
account as much as in this cultural history - that we first learn of a positive 
aspect to the condition. Children share ‘marginal positions within the family 
and society’ with the elderly: they also both connect to cultural traditions of the 
idiot figure.” Ariyoshi’s Shigezo, for example, turns to appreciating his daughter- 
in-law after having reprimanded her all his life. In a similar way, Pupi Avati’s 
Una sconfinata giovinezza (A boundless youthfulness; 2010), though written 
significantly later, explores positive connotations of dementia within a parent- 
child relationship. Forster’s Have the Men Had Enough?, by comparison, gives the 
narrative voice alternately to the caring daughter-in-law and her daughter. This 
strategy convincingly captures how the adult child’s caregiver burden can lead 
to negative, identity-denying perspectives on the condition, because this burden 
obliterates appreciation of possible rewarding aspects of the condition reflected 
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in the grandchild’s thoughts - a perspective Honel (and many a caregiver after 
her) is able to take only after her father-in-law’s death.” 

The grandchildren’s perspective emphasizes the patients continued abilities 
rather than losses; its limited availability then reflects the origin of (and reason for) 
the popular beliefs about dementia in the early 1980s. Just as Rosalie Honel’s voice 
prevails throughout the narrative, so too the caregiver's account about a lost former 
self took the lead in shaping a popular dementia discourse - which the media 
supplemented with images of patients as empty shell or living dead. This account 
was necessarily grounded in the caregivers experience. But it also strongly related 
to the language employed in the limited support literature available. That said, 
caregiver advocacy in the form of printed narratives outside Honel’s text and some 
paragraphs in the two manuals mentioned here, were rare in the 1980s. This means 
that caregivers during the 1990s not only relied on The 36-Hour Day (which by itself 
suggests the influence on the popular dementia discourse of such manuals). They 
themselves provided hands-on advice to fellow caregivers in their own writing, 
among them Carol Wolfe Konek’s Daddyboy: A Familys Struggle with Alzheimer’s 
(1991), Betty Baker Spohr’s Catch a Falling Star: Living with Alzheimers (1995), 
Frank Walls Where Did Mary Go? (1996) and Ann Davidson's Alzheimer’, a Love 
Story: One Year in My Husband’ Journey (1997). In this regard, Arthur Kleinman's 
The Illness Narratives: Suffering, Healing, and the Human Condition (1988) is 
exceptional in containing a brief account of how a spouse experiences Alzheimer’s 
as ‘a disease of the whole family.” That the medical anthropologist included this 
condition in a work that would become canonical to the rising health humanities 
movement foreshadows the lead this discipline took in helping to reformulate the 
patients and caregiver's position during the 1990s and early 2000s.” 

The position of the patient eventually could change because those writing 
about them came to appreciate their family member's continued identity within a 
condition of the mind. This shift in emphasis also emerges from The 36-Hour Day 
as notions of the ‘damaged brain’ became, on several occasions, interchangeable 
with those of a ‘damaged mind’ (e.g. 46, 104). These developments suggest that, 
although practiced for over seventy years, the medico-scientific discourse of 
dementia as an organic condition of the brain, once imported into healthcare 
thinking, could not be maintained by those who experienced patient contact 
on a daily basis. As Cindy Honel wrote of her grandfather, the patient needed 
to be comprehended as a ‘prisoner of the mind’ (195), his changed behaviour 
explained by an illness afflicting the mind. This perspective is similar to Pinel’s 
or Alzheimer’s considerations, much in line with psychiatric thinking, and 
explored in even more detail in prominent fictional accounts of the 1980s. 
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Out of Mind: The postmodern novel delves 
into the mind of the patient 


The ever-increasing presence of Alzheimer’s disease in print media both 
suggested and stimulated the general public’s growing interest in the condition. 
In 1979, Max Frisch forced the reader into the perspective of a first-person 
narrator with increasing memory loss in Der Mensch erscheint im Holozän, 
which appeared as Man in the Holocene in the New Yorker in 1980. In the same 
year, Samuel Beckett gave an account of an individual's end-of-life experience 
in the face of his ‘mind never active at any time ... now even less than ever so’ 
in Company.” Here, I take a brief look at Becketts text for two reasons: later 
Alzheimer’s disease life-writing would refer to experiences Beckett described 
in his work; and Beckett’s explorations of consciousness have implications for 
representations of dementia.” 

Experiences expressed in these publications can be said to relate to a 
transition, during the post-war period, from modernity to postmodernity 
in the United States and Western Europe. This transition happened, so Jesse 
F. Ballenger observes, as modern concepts of coherence and ideas of selfhood, 
space and time became undermined by feelings of disorientation. Ballenger 
locates dementia patients between modern and postmodern selves, exploring 
aspects of fragmentation in Cary Smith Henderson's Partial View: An Alzheimer’s 
Journal (1998).** The idea of fragmentation is central to how Beckett explores the 
protagonist's identity in Company. Also, while I do not suggest that Beckett’s late 
prose represents a nosological account of dementia (i.e. one that is exactly true 
to diagnostic characteristics), its vision of human life is that of a postmodern 
condition. Dominated by incoherence, confusion and lack of control, this 
experience convincingly resonated with cultural images of dementia of the 
1980s which I shall discuss shortly in this section.” 

Beckett sets the ‘old man|’s]’ (8) long-term memories against present-day 
‘repetitiousness’ (9), and describes him ‘as huddled with his legs drawn up 
within the semicircle of his arms and his head on his knees’ (17). This portrayal 
reminds us of Alois Alzheimer’s early description of the condition. In Beckett's 
work, shorter and shorter, less and less complete sentences depict ‘mental 
activity of a low order. Rare flickers of reasoning of no avail. Hope and despair 
and suchlike barely felt’ (29). Concurrently, we feel drawn into the protagonist’s 
return to childhood. Short paragraphs of earliest childhood memories of 
‘a mother’s stooping over cradle from behind’ (31) are fused together with those 
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suggesting the narrator’s current lack of mobility, as he is ‘crawling again and 
falling again. If this finally no improvement on nothing he can always fall for 
good’ (31). 

Again, I do not suggest that Becketts Company describes an Alzheimer’s 
patient. But I consider it possible that contemporary readers might have mulled 
over the protagonist’s condition in this terminology - especially given how 
popular this term was becoming. Also, critics wrote of the protagonist as ‘victim’ 
within ‘the physical confines of this prison.** That said, if an association with 
Alzheimer’s disease had been made, the imminent death of Beckett’s narrator 
might have left too little room for the 1980s reader to relate to questions that 
began to be raised, namely: “What do demented people experience? What 
does their condition mean to them? What is their reaction to it? What are 
their gratifications? What are their frustrations?’ The neurologist Joseph 
M. Foley asked these questions as late as 1992 and saw some of them answered 
in J. Bernlef’s bestselling book Out of Mind. This fact and the narrative’s broad 
international success invite a close reading of this text.” 

Originally published in Dutch as Hersenschimmen in 1984, Out of Mind 
quickly gained international prominence. It featured in the ‘Notable books of 
the year’ section of the New York Times on 3 December 1989 and was translated 
into German as Hirngespinste (1986) and French as Chimeres (1994). I am 
particularly interested in the narratives initial Anglo-American reception 
following its early translation into English in 1988. Bernlef’s novel adopted an 
unprecedented point of view. It narrated the experience of dementia exclusively 
from within the patients mind. As will become clear shortly, the feelings Bernlef 
created obviously resemble the predicament of Becketts protagonist. But what 
I particularly wish to explore is what this account reveals about the cultural 
image of dementia in the mid-1980s, at a time when a growing body of fictional 
texts centred around memory, post-war trauma and historical amnesia. I argue 
that the fictional deployment of dementia for the exploration of such memory 
imbued the condition with notions of extermination and post-war trauma 
and determined the use of Alzheimer’s disease as a trope for memory loss and 
forgetting. 

In Out of Mind, Maarten Klein is in his seventies when he realizes that 


year by year things happen to your body. Your feet lose their springiness. You 
go up and down the stairs once and you have to sit down to catch your breath 
again. Your eyes start to water when you look at one spot for a long time. The 
shopping bag moves more and more often from one hand to the other and you 
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meet fewer and fewer people's eyes. But this is different. More a general feeling 
of unease than a specific symptom. But no, it would be nonsense to think there 
is something really wrong. Tm still going strong!’ (20) 


At first sight, Bernlef tells yet another narrative of dispossession, decline and loss 
in old age. He pushes to centre stage the question of how demented people think 
and feel, by making it a felt experience for the reader. This felt experience goes 
further than the empathy solicited by Paul Bailey’s or Norah Hoult’s narrative 
strategies, because Bernlef exclusively confines the reader to Maarten’s mind. 
Bernlef experiments with ‘how much can be taken away from a human mind 
and still leave a narrator who can tell a tale comprehensible and attractive to the 
reader.“ He explores, as Steven Connor would say, ‘the loose, the contingent, 
the unformed and the incomplete in language and experience: During a 
period concerned with questions of selfhood at the end of life, this experiment 
pushed the reader to ponder psycholinguistic implications of denying patients’ 
continued identity once they cannot verbally articulate themselves. 

In the absence of chapter headings or distinct line spacing the reader is 
exposed to the patient’s uninterrupted stream of thoughts. The only hiatuses are 
nine section breaks, marked by their italicized respective first sentences. These 
sections, in turn, consist of an overwhelming number of longer and shorter 
paragraphs, whose variable lengths depict Maarten’s fluctuating attention span. 
Across the entire text, paragraph length also mirrors Maarten’s decreasing ability 
to narrate coherently. While the initial paragraphs stretch to up to four pages, 
the final sections compress the protagonist’s narrative (and actual) dying in 
paragraphs as short as four or fewer lines - a strategy taken up later in life- 
writing like Thomas DeBaggio’s Losing My Mind: An Intimate Look at Life with 
Alzheimer’s (2002). The only landmarks of orientation (for the reader just as much 
as the patient) are Maarten’s conversations with his wife Vera, as he ‘is begging her 
to understand something I do not understand myself’ (38). These conversations 
with Vera are the anchor through which we understand what actually happens, 
one whose representation is grounded in the caregiver-centred approach of the 
1980s. But as Maarten becomes less and less able to communicate, Veras words 
turn into disconnected echoes in Maarten’s mind, and eventually disappear with 
Maarten’s fading awareness, identity and personhood. 

Primarily, Bernlef uses the protagonist’s loss of language to characterize the 
patient’s dissolution. Maarten Klein gradually loses his fluency in the English 
language, which he had learned to master when the Dutch couple moved to 
Boston after the Second World War. At first pleased that he can speak ‘in fluent 
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English’ (109-110), he later dissociates from his English-speaking environment, 
becoming aware that ‘only English is spoken (119). Once moved to a hospital 
environment he muses that ‘the thought of an interpreter doesn’t occur to 
them...I am the only survivor of my own language’ (120). The loss, also 
mirrored in the growing number of incomplete sentences as well as suspension 
points (i.e. “...) in the text, goes further as Maarten has to make a real effort ‘to 
say “Vera’, say it, VeraVeraVeraVeraVeraVera until I hear it...hear how my voice 
drifts away...gone is gone’ (121). Such suspension points appeal to the visual 
imagination; they show ‘the pauses, hesitations and endings of dementia, and 
they reflect how language becomes ‘destabilised, fragmented and fractured for 
dementia sufferers.“ 

Bernlef wrote his narrative during a period marked by a growing body of 
psycholinguistic work. In the early 1970s, the literary theorist Luce Irigaray 
studied how cortical lesions manifested themselves in the patient’s production 
and handling of language, and asked whether specific alterations in the use of 
language could help distinguish the demented from the psychotic or aphasic.* 
That a major literary theorist decided to bring dementia into her theoretical 
project indicates the broadening of disciplines interested in dementia during 
the 1970s, and further foreshadows the growing attention to narrative in 
dementia in the 1990s. The worsening of language skills also featured in the 
‘global deterioration scale (GDS) for age-associated cognitive [decline] and 
Alzheimer’s disease, which Barry Reisberg developed in the early 1980s. On this 
scale, stages ranged from ‘word and name finding deficit[s]’ to the point when 
‘all verbal abilities are lost.“ Bernlef’s narrative suggests that with the ability to 
articulate himself in spoken word severely curtailed, Maarten's self-awareness is 
quickly lost. The first-person pronoun disappears from the text, as he becomes ‘a 
thin, transparent point in space’ (125). The second-person pronoun then strips 
Maarten of awareness of his identity as a gendered person, completed once 
‘guards remove this body ... [and] take it to a space where there are beds’ (129). 

Maarten’s perceptions resonate with the feelings of W. G. Sebald’s Jacques 
Austerlitz, whose ‘entire life sometimes appeared like a blind spot without 
continuity, and who ‘could not imagine who or what [he] was.” The purpose 
of Sebald’s Austerlitz (2001) is bent towards the protagonist’s recovering of 
childhood memories in search of his parents’ fate in Nazi-German occupied 
Czechoslovakia. But his identity search remains as tentative as the reader's 
contact with him, which is mediated through the monologue of an unknown 
narrator talking about him in a text even less structured than Bernlef’s. Out 
of Mind and Austerlitz both emerged during a period marked by an ‘explosion 
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of memory discourses?“ Sebald’s narrative, in particular, has been considered 
‘a literary meditation on the workings, and failure, of memory - a literary 
reflection on possible modes of Holocaust memory.” 

Looking at Bernlef’s novel from this angle illustrates how post-war memory 
discourses added further meaning to dementia. Their language directly related 
to the imagery of the already existing sociocultural dementia discourse. For 
Bernlef, dementia becomes the killer that medico-scientific writing had coined 
and which the popular press perpetuated. More precisely, Bernlef links the 
long-standing medico-scientific idea that dementia enhances the vividness of 
long-term memories at the expense of short-term recall to the understanding 
of dementia-related hallucinations. In this way, he makes Maarten victim to the 
most troubling and unsettling experiences of his youth, which had been lived 
in the face of the atrocities committed by Nazi Germany during the Dutch 
occupation. In hallucinatory associations, Maarten connects present events 
to past experiences. He mistakes a tranquillizer injection for a liquid food 
infusion during war time (73) and later for a Nazi’s attempt to kill him (110). 
Such memories visit the patient with increasing frequency and intensity. This 
process matches the uncontrolled remembering experienced by Saul Bellow’s 
Artur Sammler, a Holocaust survivor, who moved to New York City to forget 
this ‘dead life” It also compares to Anton Steenwijk’s attempts to forget the 
assassination of his family by Nazi Germans in Harry Mulisch’s The Assault 
(1985).°' Steenwijk organises his life around “[burying] all that, the way one 
buries the dead’ (61). Yet, his subconscious and chance encounters with others 
who had been involved in the crime keep confronting him with his past. This 
very combination of memory triggers matches both the neuropsychological 
structure and the narrative purpose of Maarten’s hallucinations. 

Bernlef’s war metaphor turned the 1980s dementia patient into the image 
the NIA had propagated. But it did so by comparing the experience of dementia 
to that of the Nazi-German occupation and, by extension, the Holocaust, at 
a time when the fortieth anniversary of the end of war in Europe was being 
commemorated. Reliving memories of having ‘been liberated’ (109) towards the 
end of the novel, Maarten realizes that he has been ‘occupied from within...my 
liberators have occupied me’ (124). The condition which has besieged him will 
lead to his death, and only in his death will he find freedom - like Steenwijk, 
who reckons that ‘life on this planet was a failure ... Not until it ended, and 
with it every single memory of all those death throes, would the world return to 
order’ (146). Dementia has become the equivalent of both torture of the mind 
and post-war trauma. Patients like Thomas DeBaggio would later compare their 
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condition to a death sentence’ and the ‘holocaust of my brain’ to evoke the most 
atrocious objectification of human life and characterize themselves as victims of 
a terminal disease.” 

Bernlef’s novel ends as ‘spring ... is about to begin’ (130), the season 
symbolizing the renewal of life. This ending provokes the question as to whether 
the narrative professes a positive view of dementia, given that Maarten ponders 
‘can this be called progress while in fact it is regression’ (125). This question 
seems pertinent also because the unidirectional nature of the disease pathology 
would make it difficult for patients to tell triumphalist narratives in the apparent 
absence of a possibility for satisfying closure.” Maarten’s statement mirrors the 
kind of ‘crabwalk Günter Grass explored in much of his later writing, namely 
his narrators’ ‘steal[ing] ponderously back and forth across characters, plot, and 
time. Maarten Kleins dementia is Bernlef’s appropriation of the ‘crabwalk’ 
motif, that is, Kleins - as much as Sammler’s, Steenwijks and Austerlitz’s - 
negotiation with the past and his integrating this past into the present. 

Bernlef’s use of dementia to explore historical amnesia fills the cultural 
image of the condition with traumatic notions of war, murder, resistance and 
extermination. At the same time, Bernlef could call on an entire generation's 
shared understanding of memories to engender empathy for a patient's illness 
experience. And this experience relates to both the pain and loss remembered 
and the fragility of identity in the present. As early as 1983, American pastor 
A. Ralph Barlow likened the effect on family relationships of Alzheimer’s disease 
to a sense of disconnectedness in modern society - a perspective that illustrates 
how Alzheimer’s disease became a metaphor for social ills during the 1980s.* 
In fact, the major societal anxiety about the ageing population of the 1960s and 
1970s had, by the 1980s, turned into a concern for dementia and Alzheimer’s 
disease. For both Bernlef and Galsworthy, dementia reflected large-scale societal 
concerns. For Galsworthy, dementia was an image. But at the time of Bernlef’s 
writing, dementia had turned into a reality in need of images. In then using the 
condition as an image in the context of an entire generation's post-war trauma, 
fiction like Bernlef’s prepared its use as a global trope for memory loss and 
forgetting. 

In our efforts to trace discourse developments we also need to be clear about 
where Bernlef locates dementia in relation to ageing, and how Maarten Klein's 
dementia differs from Faith Gadny’s condition. Bailey’s Faith continues to be 
aware of herself and rejects prejudices about the ageing. Her initial positive self- 
image, as opposed to how she is perceived by others, resonates with Woodward's 
observation that there exist ‘two contradictory representations of old age - one 
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which is aggressively negative ... and is projected onto the old by the middle- 
aged, and one which is fundamentally positive and is embodied in the figure of 
an old person.” Faith’s is the lived awareness of what Butler defined as ageism, 
and her loss of memory is Bailey’s way of depicting her surrender to this ageist 
discourse. By contrast, Maarten is only initially aware of ageist behaviour, noting 
the ‘tone they usually adopt here when they address someone over sixty. Amiable 
condescension mingled with distaste’ (52). Likewise, he loses awareness of his 
bodily self, becomes a stranger to himself, as he takes his reflection in a window 
pane for an ‘old man in pyjamas look[ing] at me, imitat[ing] a live man with his 
hollow black eyes’ (112). Bernlef’s Maarten appears to suffer from a condition of 
the mind only. Bailey’s Faith, by comparison, remains aware of her condition as 
an embodied person throughout. This gendered representation aligns with one 
of the main differences between the male and female bildungsroman, namely 
the ‘heroines manipulation of the gaze of others as well as her control over her 
self-image.” And it anticipates how especially female patients will rise to the 
challenge of writing about a condition that is perceived as afflicting the male 
associated mind.” 

We have come across the idea of the patient as stranger and ‘other’ already in 
the fin-de-siécle social Darwinist discourse. The abjection of the patient typical 
of that period was less prominent in the 1980s version of the image of the patient 
as stranger - both in fiction and the popular press.” By the time the patient 
was cared for in the family, the personal relationship with that patient came to 
structure the image: the struggle of family members with ‘their commitment to 
the person they knew and their increasing detachment from the stranger that 
person has become.” 

Two decades after Bailey, Bernlef is only marginally concerned with dementia 
as a condition of ageing, the protagonist concluding, “You become forgetful. 
Its part of old age’ (20). Also, Bernlef does not aim to bring out dementia as 
a nosological entity, as authors would aim to do two decades later. Although 
the narrative’s contemporary reception was quick to describe it as ‘a novelistic 
study of Alzheimer’s, it really only prepared the ground for dementia to become 
a narrative device several years later. But Bernlef succeeded in making the 
experience of dementia convincing by building on two things. First, he could 
count on the reader’s familiarity with the dementia storyline, which after nearly a 
decade of information campaigns had reached general awareness. With Bernlef’s 
text, the reader, for the first time, could be forced into the patient’s point of view 
without losing the plot in Veras disappearance. And second, Bernlef built on the 


narrative possibilities of modernist and postmodernist approaches to memory 
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loss. In locating the narrative in the patients mind, the condition became, on 
a cultural level perhaps earlier than on a medico-scientific level, one of the 
failing mind. 

Literature creates the terms in which we think about phenomena like 
decreasing self-awareness and consciousness, and I would not even want to 
start arguing for the dominance of fiction or linguistics in establishing that, 
as Paul John Eakin has argued, serious impairment in the ability to tell or 
understand stories severely impacts on our sense of self.” Suffice to say that 
Bernlef’s depiction of Maarten’s continued awareness of his state follows and 
gains authority from the emerging (though debated) ‘evidence of awareness and 
sensitivity’ in advanced Alzheimer’s patients.‘ Yet, it remains a nagging thought 
that Bernlef’s composition might be flawed due to ‘some obvious inconsistencies 
in the narrative techniques. Alexander Zweers finds that the reader ‘accepts 
that even within the heavily damaged brain of the protagonist[ ] an observing 
instance can “somewhere” remain active‘! And for Anita Desai, the reason why 
‘we willingly suspend our disbelief in Maarten’s ability to narrate so coherently 
his growing incoherence’ lies in Bernlef’s prose: it makes us ‘participants in 
[Maartens] tragedy.® 

Be that as it may, with reference to Bernlef’s text, the neurologist Foley 
acknowledged that ‘clinical experience is never as deep as fiction. His 
contribution to Dementia and Aging (1992) virtually invited patients to make 
their own claims and come out with their narratives, in order to contribute to 


policy changes: 


It is important to identify functions that are lost, but even more so to identify 
functions that are preserved. Dementia per se does not always deny patients 
the right to participation in decisions about their own care, their own life, or 
their own health ... we must recognize that individual demented persons ... 
each remain a person, with their own gratifications and frustrations, their own 
unique background, and their own unique destiny. 


Such an exhortation is remarkable, especially since, during the period from 1991 
to 2001, not a single popular magazine article focused on the perspective of the 
individual who experienced the disease.‘ 

At the same time, the growing need to hear and see the condition more from 
the patient’s perspective is perhaps attested to most clearly by the 1993 television 
film by Tony Harrison, Black Daisies for the Bride. Combining drama, music and 
poetry, this documentary traced the personalities of three women patients in the 
Alzheimer’s ward of High Royds Hospital in West Yorkshire. The film propagated 
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the image of the patient as “baby; ‘victim; ‘shell’ and ‘lost self‘, and the condition 
as a ‘blizzard. In frequent above-eye-level takes, it subjected patients to the 
viewer's scrutiny without definite consent. In addition, a voiceover conveyed the 
caregiver's perspective, further removing agency from the patient. Considered 
as a whole, Harrison’s work was probing, as Lucy Burke puts it, the boundaries 
between ‘viewer and viewed, subject and object ... carers and patients‘ It was 
also the first visual narrative about the patient - the caregiver not featuring 
centre stage in the film recordings themselves, perhaps in response to first- 
patient narratives appearing in book form from 1989 onwards. 

Robert Daviss My Journey into Alzheimer’s Disease: Helpful Insights for 
Family and Friends, a True Story (1989), Diana Friel McGowin’s Living in the 
Labyrinth: A Personal Journey through the Maze of Alzheimer’s (1993) and 
Larry Rose’s Show Me the Way to Go Home (1996) pioneered the life-writing 
of Alzheimer’s patients, at a time when the public considered them devoid of 
a social self and victims of a killer disease. Reflecting the social isolation of 
patients, the early reception of these texts almost exclusively focused on how 
their narrators strove to assert their identity as individuals.” These patient- 
authored publications appeared not only in response to an ageist and caregiver- 
centred healthcare dementia discourse. They also developed a counter-narrative 
in response to fast-paced medico-scientific research which had begun to revolve 
around Alzheimer’s disease from the early 1980s onwards. Butler’s original desire 
to move the care for, and curing of illnesses of, the elderly centre stage turned 
into a development that stigmatized older people even more. It has, indeed, been 
argued that the response of the healthcare system itself to the increasing older 
population was partly responsible for catastrophic views of ageing.” The early 
1990s chastised the curative medicine of the 1980s for not prioritizing enough 
quality over quantity of lived years at a time when the number of elderly kept 
increasing.” In the tradition of the grey lobby of the 1970s, which advocated 
attention to the needs of older people as such, patients would assert themselves 
increasingly during the 1990s.” 

Since the 1960s, medico-scientific research into diseases of old age had 
steadily intensified, unnoticed by the general public. This changed in the 
mid-1970s, once medical scientists propagated the single designation of 
Alzheimer’s disease for dementia regardless of the patient’s age. In addition, 
NIA funding strategies, inherently focused on diseases of old age, popularized 
Alzheimer’s disease because it was a disease that is common in old age.” 
Eventually, the NIA became the most important federal agency of Alzheimer’s 


disease research.” These strategies and events contributed to medical sciences 
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forming an independent entity. In their growing specialization, they cultivated, 
as I show in the next chapter, a dementia discourse removed from the patient 
as individual and separate from geronto-psychiatric initiatives which were 
beginning to sharpen their understanding of the ageing patient as needing 
empathetic care. 
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Ihe cognitive picture 
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Ihe narrative of loss in a growing 
biomedical and literary marketplace of 
Alzheimer’s disease 


Medico-scientific progress during the 1980s and 1990s continued to advance 
the idea that Alzheimer’s disease was an organic condition of the brain. The 
neurosciences consolidated the turn-of-the-century concept of degeneration in 
the biomedical dementia discourse, dressing it up anew as neurodegeneration. 
What is termed the period of biomedicalization, in fact, relies on the same 
principles of investigation and focuses on the same neuropathological features 
as had been relevant to Alois Alzheimer and his immediate colleagues. The 
efforts of three medical scientists to translate, during the 1980s, the research 
papers pertaining to ‘the early story of Alzheimer’s disease’ suggest to me that 
the research community itself appreciated this continuity.! Following the huge 
investment by the NIA in Alzheimer’s disease, much of what had been research 
on dementia until the late 1970s turned into research on Alzheimer’s disease 
from the 1980s onwards.” The Alzheimer’s Disease Standard Reference, edited by 
the old-age psychiatrist Barry Reisberg in 1983, convincingly documents this 
continuity. 

Emerging lines of biochemical and genetics research now influenced 
the characterization of the neuropathological features (especially cellular 
degeneration, plaques and tangles) that Kraepelin had established as central to 
the disease pattern, and this characterization further cemented the narrative 
of degeneration, decline and loss as it involved images of the broken down 
architecture of brain cells. Throughout the 1950s and 1960s, electron microscopic 
magnification enabled the identification of senile plaques and neurofibrillary 
tangles at a structural level much finer and deeper than light microscopes 
had allowed for at the end of the nineteenth century. During the 1980s, these 
discoveries spurred the biochemical and, slightly later, genetic characterization 
of these features. Jesse F. Ballenger has placed the leading studies into their 
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historical context, but I am inclined to disagree with his view that electron 
microscopy ‘transformed the familiar and unproblematic pathology of dementia 
into something new and strange.’ Rather, I see this line of research as directly 
continuing the work of the 1930s and 1940s that described an organic condition 
of tissue loss and cellular degeneration based on microscopic observations. 
For example, Arne Brun’s contribution to the 1983 reference compendium 
on Alzheimer’s disease reads like a summary of this early-twentieth-century 
neuropathological work. Reviewing evidence on ‘widespread atrophy, Brun 
underscored that special techniques bring out ‘numerous senile ... plaques 
(SPs) and neurofibrillary tangles ... neuronal loss ... and blurring of cortical 
cytoarchitecture ... Affected neurons often appear to be in stages of terminal 
degeneration ... The number of SPs is also reported to parallel the severity 
of dementia.‘ Medical scientists now set out to break these morphological 
features down into smaller and smaller units, pursuing a ‘neuromolecular style 
of thought’ based on the principle that mental states expressed themselves in 
neural processes that could be ‘anatomized at a molecular level** 

I will thus explore how the ‘aggressive program’ on Alzheimer’s disease 
pursued by the NIA impacted on patient and illness perception throughout the 
1980s and 1990s, as it accelerated research on the cause or causes of the disease 
and the identification of risk factors and their early detection.’ My concern 
here is neither to judge the validity of various disease hypotheses nor to give 
a comprehensive overview of the various lines of investigation that medical 
sciences opened during the 1980s. Rather, I will focus on developments in 
relation to initial biochemical investigations and genetics research. In salient 
research papers of the 1980s and their popular scientific echoes, I will trace, in 
the first two sections of this chapter, how concepts of Alzheimer’s disease as a 
neurochemical communication disorder and as an inevitable, because inherited 
condition deepened ideas of loss in relation to dementia. These developments, 
together with what David B. Morris called ‘genuine warfare against the biology 
of old age, significantly influenced how Alzheimer’s disease increasingly became 
understood.’ 

As I chart these developments, I specifically address where patients found 
themselves on a sociocultural level in the 1990s. At that time, images of 
Alzheimer’s disease as a condition in old age prevailed ina growing marketplace - a 
marketplace of dementia accounts as much as for service users (by which I mean 
patients and their carers) - but emerging genetics research became engaged in 
identifying the cause of early-onset forms of dementia. This question is crucial 
because the 1990s saw a surge in popular science writing on Alzheimer’s disease, 
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which made scientific research all the more accessible to the general public. And, 
as I will address in the final section of this chapter, this public included a steadily 
growing number of caregivers, who, in their own writing, were negotiating their 
parents’ forgetting at a time when memory became - as we have seen in the 


context of Bernlef’s narrative - a key cultural and political concern. 


Neurodegeneration: The biochemical narrative of 
lost molecules, pathways and communication 


With biochemical investigations of the 1980s, Alzheimer’s disease became 
linked to notions of dying neuronal networks. The growing silence and isolation 
noted in socio-medical and cultural descriptions of the patient in the 1960s 
found a biochemical echo in illustrations of dying neurons in the 1980s. These 
biochemical studies described the loss of specific molecules in the brain, 
termed ‘neurotransmitters. The emerging idea of a breakdown of cellular 
communication was paralleled by ever-finer descriptions of collapsing cellular 
architecture and networks. The language employed in these studies can be traced 
back to the nineteenth century.’ But communication between cells as such came 
under scientific scrutiny only during the twentieth century.’ 

During the 1800s, lesion theories had fuelled enquiries into possible 
links between bodily functions and specific brain areas. With the rise of the 
neurochemical sciences in the 1960s, this thinking expanded to the molecular 
level. Neuroscientists identified distinct brain areas as being dominated by 
specific molecules - neurotransmitters typical for that brain area and produced 
in a set of cells prevalent in that area. A decrease in the amount or activity of 
the neurotransmitter was taken as indicating cell death in that brain area. It also 
served as molecular explanation for the loss of function of that brain area and, 
in consequence, the symptomatology of a disease. Alzheimer’s disease research 
focused on cholinergic cells which are so called because they use acetylcholine 
as their neurotransmitter. In their choice of language, the first research papers 
that identified cholinergic cell death as central to the pathology established 
Alzheimer’s disease as specifically a neurochemical communication disorder. 

The first biochemical studies related to this field of enquiry were published 
in the mid-1970s. They detected changes in molecular activity especially in 
two brain regions: the cerebral cortex (which harbours our ability to think and 
reason) and the hippocampus (which is fundamentally involved in memory and 
learning). The authors reported that especially cholinergic neurons were lost in 
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Alzheimer’s disease and concluded that the condition was ‘a cholinergic system 
failure.” In 1982, the American neurologist and psychiatrist Peter J. Whitehouse 
and colleagues gave further weight to this concept." They located the loss of 
cholinergic neurons to a specific area at the bottom of the brain known as the 
nucleus basalis of Meynert (nbM). This is important, because the ‘large neurons 
in the nbM project directly to the cerebral cortex [and] similar neurons ... 
project to the hippocampus’ (1237), that is, they connect to higher brain areas 
via elongated nerve cells. These observations led the authors to formulate the 
‘cholinergic hypothesis’: that cholinergic cell death could explain impaired 
‘memory processes’ and an altered ‘cognitive activity’ (1238). 

These observations can be read alongside Laura Otis’s research on nineteenth- 
century networking metaphors. This can illuminate how scientists came to use 
the projection metaphor and how it advanced their grasp of the condition. Otis’s 
notion that nineteenth-century scientists’ ‘images of social bonds affected the 
way they saw those in the body’ is directly applicable to the projection and 
connectivity concept Whitehouse and colleagues established.” Their metaphor 
had been prepared in the socio-medical and - if we think, for example, of Bailey’s 
Faith Gadny - literary realm during the 1960s. The concept of the lost network 
conveyed knowledge on two levels: the patient’s loss of social integration and 
her cerebral dissolution. I would go further and suggest that these concepts 
provided the basis for a neuroscientific understanding of the patient’s loss of 
identity, joining Otis in her conclusion that ‘then, as now, the [networking] 
metaphor invited all who encountered it to rethink their identities.'” Based 
on these new insights, cognitive disturbances were beginning to be linked to 
communication issues, as, for instance, in the language of neurologist David 
A. Drachman: ‘Interruption of this neuron-neuron interaction may result in 
decreased connectivity, resulting in irretrievable “atrophic” loss of information." 
In other words, the loss of neurons became equated with the loss of contents on 
a cognitive scale, a move quickly reflected in cultural images of dementia, for 
example, Michael Ignatieff’s novel Scar Tissue (1993). 

Ignatieff’s narrator links ‘the circuits ... going down’ to the gradual loss of his 
mother’s articulation and her ability meaningfully to communicate with him. 
He observes: ‘Every day I come in here and one more has gone. She could walk 
three months ago. She could eat her food three months ago. She could talk. Now 
the words are going’ (160-1). From there, it is a short step for him to explain 
to himself that she ‘has left her self behind’ (161). For Bailey, dementia was a 
condition of lost identity because of lost social connectedness. For Ignatieff, it is 
a condition of lost identity because of the lost ability to convey intelligence. This 
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understanding emerges from the narrator’s meeting with Moe, a patient with 
amyotrophic lateral sclerosis (ALS), a form of motor neuron disease. Usually a 
fast progressing terminal neurological disorder, it exclusively affects voluntary 
muscle control, including the ability to speak, but leaves mental acuity intact.'® 
Linked to a computerized system, Moe tells the narrator of wanting to remain 
conscious.” The narrator appreciates that Moe wants ‘to see everything, to feel 
everything, to hold on to his awareness of life until the very last moment; and 
to him this consciousness - whatever its desolation - is worth fighting for to 
the last instant’ (138). Moe is fully aware, integrated, connected. His continued 
awareness is the cognitive triumph over the silence of the narrator’s mother - 
her Alzheimer’s disease. 

Iwantto linger on this difference between Alzheimer’s disease and ALS, because 
it may help us better appreciate the persistence of communication breakdown 
metaphors in the popular dementia discourse. The sharp contrast fashioned in 
Ignatieff’s novel between ALS as an illness of the body and Alzheimer’s disease 
as a condition of the mind has become commonplace in cultural notions of each 
condition. As late as 2004, Jonathan Weiner’s popular scientific portrayal of ALS, 
His Brothers Keeper: One Family’s Journey to the Edge of Medicine, builds around 
the sharp contrast between the mind-defined ALS patient Stephen Heywood and 
the author-narrator’s mother with Alzheimer’s disease. Similarly, novels such as 
Michelle Wildgen’s You're Not You (2006) depict ALS patients as autonomous. 
Kate reminds her caregiver Bec of her role as amplifier rather than interpreter, 
averring, ‘This is me ... You're not you right now ... Remember it’s me talking. 
Her ultimate intellectual autonomy and control are portrayed in her requesting 
Bec to omit calling for help as she suffocates and dies.'* Also in Hazel McHaffie’s 
Right to Die (2008) a highly intellect-driven ALS patient ultimately devises his 
own assisted suicide, making close friends and family accomplices without their 
knowledge. 

The neurochemical view of lost networks and communication alone cannot 
account for the medico-scientific import of loss into contemporary ideas of 
Alzheimer’s disease: the question of intellectual control is essential. This will 
become evident from looking at narrative representations of Parkinson’s disease. 
The neurochemical model of disrupted networks, pathways and projections 
directly applies to Parkinson’s disease, which progresses at a rate, and afflicts 
a population, similar to that afflicted by Alzheimer’s disease. Diagnosed 
with Parkinson's in 1989, Joel Havemann tells his story in A Life Shaken: My 
Encounter with Parkinsons Disease (2002). The senior editor of the Los 
Angeles Times describes how Parkinson’s ‘disrupts the brain’s circuitry’ (35) and 
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expands from brain to body. He acknowledges the ‘relentless march’ (113) of his 
illness, pictures it as a ‘robber’ (108, 158) and alludes to the prospect of ‘slowly 
slid[ing] away’ (113), as ‘the disease’s victories’ force him gradually to give up 
his independence (104). These are the notions of decline and dispossession we 
know from the cultural Alzheimer’s narrative. But most revealing is Havemann’s 
awareness of the ‘threat of dementia (114), given that some forms of Parkinson’s 
co-present with dementia. ‘I count myself lucky, he writes, ‘that my brand of 
Parkinson's disease is the least destructive kind. And I regard myself as luckier 
still that insufficient dopamine production in the substantia nigra affects mostly 
movement rather than mental faculties. The symptoms of many other chemical 
imbalances in the brain are mental’ (44). Alzheimer’s disease is Havemann’s 
first example, and two consecutive chapters starkly contrast his excelling in work 
with how his mother-in-law’s ‘mind had permanently deserted her’ (69). In this 
he agrees with other Parkinson’s patients, among them Sandi Gordon, who feels 
as if ‘my body were moving in slow motion. My mind was racing ahead full 
speed?! 

It is a widespread feature of cultural representations of Parkinson's disease 
that it is explored as a condition of control and balance easily lost. Havemann is 
not the only instance of a writer reminding us of his continued effort to ‘control’ 
the disease (122, 150), to ensure he remains ‘self-sufficient’ (157). In Jonathan 
Franzens The Corrections (2001), the tyrannical patriarch Alfred Lambert 
glides into the ‘relief of irresponsibility.” Or take Yaron Zilberman’s movie A 
Late Quartet (2012). When the string quartet’s eldest member, Christopher 
Walken’s Peter, has to retire from his role as grounding cellist due to Parkinson's 
disease, the ensemble comes close to dissolution; it is Peter’s wisdom that saves 
the group’s coherence. What emerges from these reflections is that identity and 
self were considered intact when enacted by an autonomous and meaningfully 
communicating person within a social network. 

In summary of these comparative readings, as the twentieth century came 
to a close, Alzheimer’s disease was considered a condition whose cognitive 
component meant the patient’s lost control and living a social death. Images we 
have come to know from socio-medical and cultural descriptions of the 1960s 
were bolstered by neurochemical insights during the 1980s. Soon they would be 
underpinned also by popular scientific descriptions, as I will demonstrate in one 
of the next paragraphs. 

Thinking in terms of the trajectory of the disease discourse, it is crucial how 
firmly these concepts were grounded in the neuropathology of the condition. 
Whitehouse and colleagues reported findings in brains selected based on the 


Ihe Narrative of Loss in a Growing Marketplace 93 


coincident detection of the very behavioural aspects and the pathological 
features defined by Alzheimer and propagated by Kraepelin: neurofibrillary 
tangles, senile plaques and degeneration of cells. I stress the continued interest 
in these features here, because the language that began to develop around them 
at this point further consolidated the concept of a neuronal communication 
disorder; it fed on, and further bolstered, concepts of system failure and network 
breakdown. This partly emerged from an understanding that the death of 
cholinergic cells was associated with neurofibrillary tangle formation.” 

By the mid-1960s, electron microscopy studies had described neurofibrillary 
tangles as bundles of filaments.” Scientists now wanted to understand what 
these filaments were made of and, in 1986, identified ‘a normal brain cytoskeletal 
protein’ (termed ‘taw or T) as an important component.” The involvement and 
impairment of a cytoskeletal protein (a molecule stabilizing the architecture of a 
cell) in Alzheimer’s disease appeared to explain, in structural as well as functional 
terms, Drachman’s earlier idea of atrophic loss of information. According to the 
American neurologist Dennis Selkoe and his colleagues, abnormal tau in nerve 
cells could ‘result in instability ... loss of effective transport of molecules and 
organelles, and, ultimately, neuronal death, an understanding formalized in 
the ‘tau hypothesis’ in 1991.” The representation of this hypothesis in popular 
science further solidified notions of Alzheimer’s as a communication disorder. 
In Decoding Darkness: The Search for the Genetic Causes of Alzheimer’s Disease 
(2000), for example, the neurogeneticist Rudolph E. Tanzi described the role of 
tau in terms that remind us of the language Otis identified in nineteenth-century 
scientific and social networking concepts: 


In its normal soluble state, tau is essential to a cell’s infrastructure. In essence, 
it forms the cross-beams of a cell-wide span of railway tracks - filaments called 
microtubules - which are constantly laid down and taken up for the purpose of 
shuttling types of protein cargo around a cell ... Corrupted tau might mean the 
kiss of death for a cell.” 


The epidemiologist David A. Snowdon went even further. He explicitly related 
these neuropathological features to social death, writing that the spread of 
tangles through different brain areas ‘parallels, in part, the general pattern of 
the progressive loss of mental, physical, and social functioning that occurs 
in Alzheimer’s patients.” The further investigations of senile plaques, by 
comparison, eventually led to the evolution of the medico-scientific dementia 
discourse on a quite different level; but like neurochemical studies they further 
sharpened perceptions of the patient’s loss and involution. 
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On genes and genealogy: The patient as specimen, 
carrier and type in research and popular science 


By the mid-1970s, both light and electron microscopy-guided studies of plaques 
had revealed that they contained amyloid.” This insight led several laboratories 
to apply themselves to finding the molecular source (i.e. the precursor) of the 
amyloid-forming peptide. They did so in the conviction that amyloid beta was 
causing brain cell death in Alzheimer’s disease.’ This search soon centred on 
genetic investigations.”' Throughout the 1990s, these studies identified gene 
mutations that could either inevitably cause Alzheimer’s disease or substantially 
increase the susceptibility to the disease. Amyloid beta played a central role in 
these studies. In the language of contemporary medical and popular science, it 
became the molecular culprit of the killer disease, which the NIA had placed 
under investigation fifteen years earlier. I believe that this depiction of amyloid 
largely explains what Margaret Lock described as the ‘staying power’ of the 
amyloid hypothesis in discourse developments; and it perpetuated, as I argue 
in this section, the narrative of Alzheimer’s as a killer disease and the patient 
its victim.” This narrative was further enhanced as genetic testing potentially 
transformed every individual into a classified entity. 

During the late 1980s, the genetic information for amyloid beta was matched 
to the chromosome, which earlier work had identified as holding a defect 
causing familial Alzheimer’s disease.” A chromosome is a packed structure 
in the nucleus of the cell that holds the genetic instructions of an organism, 
the DNA. A defect or mutation can alter or delete part of the information held 
on a chromosome and lead to pathological manifestations. For example, the 
amyloid precursor might suddenly be processed differently, yielding a form of 
amyloid (amyloid beta) that, instead of remaining soluble, deposits as plaques. 
In 1991, researchers around the British geneticist and molecular biologist John 
A. Hardy identified such a mutation in the DNA of subjects in whom early- 
onset Alzheimer’s disease had been confirmed after autopsy.” These findings 
contributed to the formulation of the ‘amyloid cascade hypothesis, which 
claimed that amyloid beta was ‘the causative agent’ of Alzheimer’s disease.” 

The mass media response to Hardy’s findings had already picked up on this: a 
headline in the New York Times in February 1991 promised that the causes of 
Alzheimer’s disease would soon be found. The article told a narrative of genes 
doing ‘their deadly work and of ‘sticky balls [of amyloid beta fragments] outside 
dead and dying nerve cells in the brain, closing on Selkoe’s belief that “blocking 
of amyloid will be a therapy” The popular scientific perspective on these 
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research endeavours amplified the idea of amyloid beta as the molecular version 
of Alzheimer’s, the killer disease. For Tanzi, amyloid fragments were ‘the toxic 
killer of neurons’ (202). Most importantly, researchers themselves now adopted 
the figures of speech for this very molecule that the media previously had used 
for the disease as a whole: the amyloid precursor protein turned into a ‘robber’ 
(108).”” The metabolic product resulting from a specific genetic alteration 
became the molecular surrogate of the condition itself. This development can be 
explained by the fact that, as José Van Dijck put it, the gene ‘became reified as the 
central locus of vital activity, and molecules other than DNA were ... ranked as 
secondary.** Genetics research thus appeared to be able to hunt down amyloid 
to the innermost core of the patient’s body. 

Geneticists themselves framed their investigations in this way. In the early 
1990s, two further genes were identified - presenilin 1 and presenilin 2 - as they 
presented in a form of Alzheimer’s disease with onset in the forties.” Selkoe 
introduced presenilin as a further ‘guilty gene, which highlights how geneticists 
pitched their work in terms of ‘a classic detective story’ or an ‘adventure plot’ for 
the benefit of a general audience, on whose faith further public funding relied.” 
Rudolph E. Tanzi expanded on the researcher’s ‘detective work into Alzheimer’s’ 
(xvii) and the ‘hunt’ for genes and proteins (106, 130), and the neurologist 
Daniel A. Pollen described, in 1993, the ongoing work on presenilin 1 as ‘the 
quest for the genetic origins of Alzheimer’s disease’ in the subtitle of Hannah's 
Heirs.’ Centrally involved in studies on inherited forms of Alzheimer’s disease 
during the 1990s, Pollen described the family tree and the autopsy information 
of Hannah's descendants as ‘a map for deciphering one of the genetic defects of 
familial Alzheimer’s disease’ (133). But with respect to the meaning and desired 
effect of the map metaphor, Van Dijck observed that it suggests ‘it is only a small 
step from ... locating genetic aberrations to correcting those diseases.” Indeed, 
in an engaging and generally accessible register, Pollen drew parallels between 
research on Huntington’s disease (a familial, incurable neurological disorder 
that affects both motor function and cognition) and Alzheimer’s disease, writing 
that ‘in Huntington's disease, just as in familial Alzheimer’s disease, many of the 
primary steps in seeking a cause and then a cure came from the efforts of the 
families actually involved’ (120). With Bruno Latour, we should consider Pollen’s 
popular science publication a functional part in the networking strategies with 
which investigators reach outside the laboratory to garner support for their 
research activities; a book like Pollen’s would particularly target those who help 
in the ‘belief and spread of the facts.*? As will become clear in one of the next 
paragraphs, Pollen’s writing contributed to the public learning about genetics 


96 ‘The Diseased Brain and the Failing Mind 


research on Alzheimer’s disease, and it fostered belief in the potential of this new 
research strand to identify the cause of the condition. Focused on these goals, 
it was perhaps unavoidable that such presentations also triggered expectations 
for a cure, which pharmaceutical research has, to the present day, not been able 
to meet. 

Pollen distinguished between individuals ‘who escaped the defective gene’ 
(34) and those ‘carrying the abnormal gene’ (65). Such terminology reinforced 
the idea that Alzheimer’s disease engulfed the entire body of the person who, 
in Tanzi’s words, was therefore ‘genetically doomed’ (38). This notion is also 
explained by the effect an ever-deeper molecular gaze would have, if we follow 


Foucault’s claim: 


The gaze plunges into the space that it has given itself the task of traversing ... In 
anatomo-clinical experience, the medical eye must see the illness spread before 
it ... as it penetrates into the body, as it advances into its bulk, as it circumvents 
or lifts its masses, as it descends into its depth. Disease is no longer a bundle of 
characters disseminated here and there over the surface of the body ... it is the 
body itself that has become ill.“ 


Further findings supported the idea that Alzheimer’s disease pervaded the 
entire body. By the mid-1980s, amyloid peptide was found in blood vessels and 
cerebrospinal fluid, and researchers began to identify a relationship between 
pathological changes in the brain and metabolic events in the periphery that 
might mirror these changes. Serum, blood constituents and even skin cells 
appeared to grant access to the understanding of central nervous processes, in 
the form of biomarkers of and diagnostic tests for signs of its culprit causes. 
By 1994, predictive genetic testing for Alzheimer’s disease became a possibility. 
But given that no treatment was (nor yet has become) available, such tests only 
produce uncertainties.“ 

Charles P. Pierce’s Hard to Forget: An Alzheimer’s Story (2000) explores these 
feelings of uncertainty.“ It reveals the consequences for identity and personhood 
of the fact that genetic knowledge about Alzheimer’s disease ‘outstrips’ the 
availability of pharmacological tools.” The American writer gives an account of 
his ‘family’s story’ - his father was diagnosed with Alzheimer’s disease in 1985 
and the father’s four siblings developed it, too. Pierce’s narrative is the search for 
medico-scientific evidence for inherited forms of Alzheimer’s disease that would 
be of potential relevance to his own prognosis. The writer sees his own future 
as determined by paternal nature and nurture as well as the medico-scientific 


response to such determination: 
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I saw in my father my walking future. It stepped into every corner of my life, like 
the subtle spread of a cold fog. We're all a little wary of the ways in which we find 
ourselves becoming our parents ... I may move through the stages myself - a 
specimen, until I am a lower primate, until I am a brain down the hall. My father 
was a specimen. Then he was a lower primate. Then he was a brain down the 
hall, not far from Dan Pollen’s lab. (97) 


Pierce draws heavily on what he calls Pollen’s ‘definitive account of the search 
for the Alzheimer’s gene on chromosome 14’ (203). This search relied, as Pollen 
detailed, on brain tissue analysis and the securing of ‘specimen[s]’ (169) from 
descendants of the same family tree. Pierce’s reference to a lower primate 
might remind us of post-Darwinian ideas of degeneration. But its connection 
to medico-scientific specimens essentially suggests concern with objectifying 
practices.** Subjected to procedures of measurement, the patient turns into what 
Hacking termed ‘an object of knowledge, knowable in genetic terms.” Pierce 
eventually decides against being tested, concluding: ‘I am a specimen ... For all 
practical purposes, for all the good it will ever do me, I already know all I need 
to know’ (173). Having Alzheimer’s disease cannot be reduced to a gene locus 
nor can it make an identity.” 

The genetic model drastically impinged on the patient’s understanding of 
identity and individuality. This comes into sharp relief when we read Pierce's 
decision against Jean Baréma’s in The Test: Living in the Shadow of Huntington's 
Disease (2005).°! Aware that Huntington's disease ran in his family, the journalist 
Baréma saw himself confronted with a ‘time bomb ticking away that will 
inevitably explode’ (14). He faced ‘a fifty-fifty chance of becoming a vegetable 
within the next few years’ (32) and of being treated like a ‘regressing adult’ 
(45), while his brother and sister ‘are slowly dying’ of the same condition (75). 
Baréma’s rendering of Huntington’s typifies many of the cultural images we 
relate to Alzheimer’s disease. Both Baréma and Pierce write memoirs that belong 
to a new generation of illness narratives which, according to Anne Hunsaker 
Hawkins, move away from ‘medical science as invincible in its march to eradicate 
disease!” Pierce foregrounds the conceptual impact the disease label has on his 
father’s as well as his own social situation. Understanding this label in terms 
of ‘three of the genes ... [that] are death sentences’ (94) turns being tested for 
Alzheimer’s disease into what Baréma describes as ‘the life test. The death test’ 
(96). As cures for Huntington’s (as well as Alzheimer’s) disease continue to be 
elusive, similar accounts persist to the present day, patients describing their 


diagnosis as a ‘curse. 
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Ethical concerns regarding genetic testing came to be considered even more 
pressing once researchers identified mutations other than those predicting 
inevitable early-onset forms of familial Alzheimer’s disease. The risk of having 
inherited an increased susceptibility to developing the condition at a later age 
became a matter of concern, channelling attention again towards Alzheimer’s as 
a disease of older people.” This development was facilitated by epidemiological 
research. Epidemiologists maintained that, next to genetic factors, high levels of 
mental and emotional stress as well as environmental depletion could present 
additional risk factors. The healthy ageing discourse that developed in the wake 
of this work pitched brain health as a life project, but it also sustained the view 
that Alzheimer’s disease was failed ageing. 

David A. Snowdon, in 1990, attracted significant funding from the NIA for 
a large-scale epidemiological study with nuns.” The study added to the body 
of work that reflected a growing preoccupation with cognitive performance 
towards the end of the century. Its central claim was that a high level of linguistic 
ability (in this study reflected in idea density and complexity in writing) in early 
life can buffer cognitive decline; that, in reverse, lower levels of linguistic ability 
early in life could predict ‘poor cognitive function’ later in life (528). Patients 
indirectly were made responsible for their own later disease. And this led to the 
false hope that prediction could be tied to prevention. 

The Nun Study dominated epidemiological Alzheimer’s disease research 
throughout the 1990s. But it was Snowdon’s move, with Aging with Grace: The 
Nun Study and the Science of Old Age: How We Can All Live Longer, Healthier 
and More Vital Lives (2001), to offer a popular account that turned ‘cognitive 
reserve’ into what the general public had to appreciate as a powerful asset 
against developing Alzheimer’s disease. In popular terms, having or not having 
‘brain reserve’ determined the separating out of future patients from the future 
healthy population, because ‘a stronger brain has more of a reserve’ and is ‘more 
efficient, with better processing capacity’ (45). Inevitably, the reader would have 
to picture the brain of an Alzheimer’s patient in ‘lesser; ‘weaker’ and ‘poorer’ 
terms. In another project related to the Nun Study, Snowdon carried this 
polarization further. He extrapolated from observations related to Alzheimer’s 
disease to the healthy ageing of those with ‘positive emotions’ (194), and his 
eventual emphasis on ‘longevity and successful aging’ (216) seemed to insinuate 
that Alzheimer’s disease was a condition of lacking success earlier in life and of 
failed ageing. 

Cognitive reserve dominated public health initiatives that promoted healthy 
cognitive ageing since the mid-2000s. These initiatives went hand in hand with 
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the promotion of brain health by the Alzheimer’s Association, which in turn 
contributed to Alzheimer’s disease becoming a major public health concern in 
the new century.” Concurrently, more and more research and popular scientific 
outputs concerned themselves with questions of lifestyle and diet as determining 
cognitive health in ageing. The Myth of Alzheimer’s: What You Aren't Being Told 
about Todays Most Dreaded Diagnosis (2008) by Peter J. Whitehouse is perhaps 
the most prominent example. It encouraged readers to ‘tak[e] control of their 
own brain aging’ by building up a cognitive reserve. This take on cognitive fitness 
resonated with the goals and interests of a growing cognitive health industry, 
which advertised its tools as helping people to ‘think faster, focus better, and 
remember more.” 

This popular scientific perspective on cognitive reserve encouraged lifestyle 
considerations. But it did not fundamentally change the situation of those 
diagnosed and labelled with the disease. Once positively tested for specific risk 
factors, the prospective carriers of ‘amyloid burden’ were left with the fear of 
falling victim to an incurable disease, of becoming a burden to their family and of 
being seen as losing their self and identity.** Guidebooks like Whitehouse’s lifted 
some of the stigma attached to memory loss in old age, because it challenged 
readers to think about brain ageing ‘not as a disease, but as a life-long process 
fraught with challenges. But this change in perspective has been slow in coming 
and, to the present day, keeps shifting in incremental steps only. As recently as 
2017, the director of the New York Memory and Healthy Aging Services, Gayatri 
Devi, made the case for dementia as continuous variations in cognitive able- 
ness. Embracing the concept of cognitive reserve, Devi argues that Alzheimer’s 
disease is a ‘spectrum disorder that presents with different symptoms, progresses 
differently, and responds differently to treatment, with different prognoses, for 
each person. But confirming the slow change in wider cultural understanding, 
she laments that we have ‘not yet learned to associate Alzheimer’s disease with 
functioning individuals, although this is, in fact, the majority of patients. 
Concurrently, concern about the worldwide marketization of cognitive fitness 
is mounting, with Peter J. Whitehouse, for example, calling for ‘a counter- 
narrative that reinforces broader multifactorial notions of brain health.“ Such 
concerns are particularly valid, given that brain fitness technologies have further 
enhanced the ‘ambiguous image’ of the ageing brain as ‘improvable and “plastic” 
but also inevitably in decline.” 

The idea of the brain as plastic and the patient as functioning individual 
gradually seeped into the wider cultural discourse, with literary writing 


beginning to envision Alzheimer’s disease as a spectrum disorder from around 
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the mid-to-late 1990s. I will attend to these developments more fully in Chapter 6 
and show how fiction that featured dementia as a condition of continuous 
capabilities returned agency to the patient. 


Death in Slow Motion: Past identities, lost plots 
and old age in caregiver life-writing 


During a period marked by a significant rise in popular science writing, 
caregivers began to be faced with scientifically sanctioned, desolate descriptions 
of their family member's condition - as encountered in popular writings such 
as Tanzis: ‘Dying nerve cells. Snuffed synapses. Severed pathways. Fallen brain 
regions. Impaired mental and corresponding physical abilities’ (75). In this 
section, I want to think more fully about the position of the patient in the stories of 
caregivers at the time of these medico-scientific developments. What alternative 
concepts could caregivers hold onto as neurochemistry and genetics sanctioned 
socio-medical and popular beliefs about the patient’s social death? To do these 
questions justice, we must include another factor that increasingly influenced 
the cultural dementia narrative: the marketplace. I already mentioned that 
scientific research could not remain free of external influences on its practices. 
The competition for public money furthered scientific outreach, which, in turn, 
held out hopes to patients and caregivers that the condition’s cause or causes 
would soon be identified. Concurrently, popular scientific speculations about 
cognitive reserve created a market for preventive interventions. The production 
of literature could not remain exempt from such external deformations. During 
the period of biomedicalization the number of caregiver memoirs rose quickly, 
serving a readership increasingly aware of the condition but also in need of 
readable plots and redemptive endings. 

During the 1990s, memory turned into ‘a cultural obsession of monumental 
proportions across the globe. Caregivers became ‘archivists’ like the French 
writer Annie Ernaux, or turned ‘hunter’ and ‘detective, and set off on an 
‘inquiry [back to the past]’ like the American writer Mary Gordon and her 
conational, sociologist Lillian B. Rubin.“ That such a wealth of adult-child 
narratives concerned with the personal past as part of post-war history 
emerged, in both Europe and America, especially during the 1990s, is perhaps 
best put into words by Lisa Appignanesi. Born to Jewish parents in Poland and 
brought up in France and Canada, she deliberates on the ‘politics of memory’ 
as follows: 
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As we approach the millennium, it seems we are all preoccupied by memory. To 
construct a future, we need to unearth new narratives of the past. Pasts which 
have been buried by repressive regimes and left to fester or pasts transformed by 
Cold War politics; or simply pasts relegated to the limbo of latency because they 
were too painful to think about.“ 


Appignanesi’s Losing the Dead: A Family Memoir (1999) shares similarities 
with Linda Grant’s Remind Me Who I Am, Again (1998). As the descendant of 
Jewish immigrants, the British writer searches for identities for herself and her 
mother, who is losing her memory to vascular dementia: ‘in her brain resided 
the very last links with her generation.‘ In keeping with the contemporary 
understanding of identity as intricately linked to the ability to narrate, Grant 
explicitly ties notions of an intact identity to an undamaged awareness of one’s 
own past. She describes her mother as ‘continuously inventing for herself (and 
the rest of the world) a coherent identity and daily history’ (156; emphasis 
original). With reference to Grant’s narrative, Nicola King observes that it is ‘not 
only the content of memories, experiences and stories which construct a sense 
of identity’; rather, the self in these narratives also depends ‘upon assumptions 
about the function and process of memory and the kind of access it gives us to 
the past. In the absence of her mother’s memory, Grant - together with other 
adult children whose narratives King analyses - tells ‘two life stories, her own 
and her mother’s, which modify and reinterpret each other.” Grant brings this 
meaning of memory work for the identity of both the writer and the written- 
about to the fore, and she places it in relation to the post-war trauma that fiction 
writers had begun to work through over a decade earlier: ‘the whole thing about 
memory is that it’s not just one member of a family losing their memory. And for 
the Jewish community its even more complex because while all cultures are to 
do with memory, none more so than the Jewish community in which everything 
is about what was’ (269). 

But if we were to ‘collapse memory into trauma, Andreas Huyssen cautions, 
we would mark memory ‘too exclusively in terms of pain, suffering, and 
loss. We have seen this understanding of memory, for example, reflected in 
Bernlef’s account: the trauma of the past is so much stronger than dementia- 
induced forgetting that would or could conceal this very trauma. Memory is 
comprehended as an archive in these narratives, and I here address how archival 
notions of memory in caregiver accounts influenced the dementia discourse. 
I show how stories of the patient’s emptying memory played on two ideas: the 
narrative of what Drachman termed ‘irretrievable “atrophic” loss of information, 


and the patient as living dead. 
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Like other adult children, Eleanor Cooney carries out an ‘archaeological job’ 
in the search for the cause of her mother’s Alzheimer’s disease.” Death in Slow 
Motion: A Memoir of a Daughter, Her Mother, and the Beast Called Alzheimer’s 
(2003) reminisces on the American novelist’s 75-year-old mother, the writer 
Mary Durant. It relies heavily on the metaphorical language perpetuated since 
the NIAS first information campaigns. Reference to the illness as beast turns the 
patient into its victim exactly like the killer disease had done in the 1980s, and 
the book’s reception and marketing plays on the same imagery, promising an 
‘account of a hopeless and heroic battle. At the same time, Cooney’s excruciating 
honesty about her burnout and stress-related alcohol and drug abuse anticipates 
adult-child narratives of the later 2000s. These adopted an activist tone in the 
caregiver's struggle to receive appropriate healthcare support, among them 
Andrea Gillies’s Keeper (2009) and Sally Magnusson’s Where Memories Go: Why 
Dementia Changes Everything (2014). Much of Cooney’s account illustrates the 
socio-economic and healthcare situation, as it presented itself around the turn 
of the century. Death in Slow Motion is the outlet of Cooney’s travails caring 
for her mother-turned-child (35). She knits together her struggles to find a 
suitable nursing home and her search for the cause of her mother’s illness. But 
to ascertain the cause of Durant’s illness, for Cooney, really means to identify 
the root cause of her own caregiver depression. Discovering the reasons for her 
burnout, in fact, would, in Cooney’s eyes, justify why she betrays her mother in 
placing her in a nursing home (111). 

From the outset, Cooney is convinced that the death of Durant’s husband 
Mike ‘was the cause of her mental deterioration (2). Cooney stresses that Mike's 
‘mind was going in every direction’ (166) in the process of deciding to undergo 
(eventually unsuccessful) life-saving surgery. She particularly underlines: “His 
decision to go ahead with the surgery was based, finally, on a sensible, practical, 
hard look at the statistical chances ... that his condition would, untreated, 
lead to stroke, early senility, ignominious decline. In other words, living death’ 
(166). Reading these deliberations in the context of Cooney’s negotiation with 
her mother’s dementia brings out just how reduced in free choice she believes 
Durant to be, how limited in mind in contrast to Mike’s limitations in body. But 
as Cooney probes her theory of Mike’s death as the cause of her mother’s illness, 
she has to look farther into the past. Her narrative reads like a celebration of the 
powerhouse relationship between ‘Mike and Mary, to whom she dedicates her 
memoir. The loss of this relationship again typifies Alzheimer’s as a condition of 


lost integration and lost communication. 


Ihe Narrative of Loss in a Growing Marketplace 103 


Durant wrote her ‘masterpiece, [which] got rave reviews, won some prizes’ 
(121), together with Mike, namely On the Road with John James Audubon 
(1980). Cooney’s choice of language, when she reviews Durant’s writing ‘about 
Audubon’s decline’ (123), establishes continuity between the mother’s past (as 
well as her meaningful writing in the past) and her present state. This need to 
create life-story continuity emerges from the experience of illness as biographical 
disruption.” For example, the title of Cooney’s final chapter, ‘Sunset, Children 
..„ corresponds to the final lines in her mother’s book (124), on whose taste 
and sensitivity Cooney comments: ‘She knew what fine writing that was, knew 
it was sheer inspiration to end their amazing saga with those two words’ (124). 
Picking this quotation from Durant’s text suggests that Cooney acknowledges 
her mother’s own life as an ‘amazing saga’; it also implies Cooney’s awareness 
that she learned her trade from her nurturer (81). Durant’s ‘powerful gift for 
character development’ (7) now falls to Cooney herself. She has to write for 
her mother, because Alzheimer’s develops her mother’s (as well as her own) 
character during the eighteen months they share together. 

Against this perceived loss, the narrative’s early chapters centre on Cooney’s 
vivid recollections of Durant as a loving mother. But most of all, Cooney’s book 
contains an appendix, a space separated entirely from the daughter’s writing, for 
a short story she had discovered in ‘a rich stash of [Durants] lost writings’ (214). 
In posthumously publishing for the mother, Cooney’s writing becomes a tribute 
to her mother ‘as the whole person and ferociously good writer that she was’ 
(215). But as Cooney’s book turns into a device for maintaining Durant’s identity 
as a writer and former self, this act underscores Cooney’s perception of the 
patient as a ‘living dead’ (140, 166), unable to narrate and communicate. Cooney 
herself confirms this reading, when explaining that, in this appended narrative, 
her mother ‘comes back from the dead’ (214), continuing: “This is my mother. 
And if you don't believe that Alzheimer’s is the equivalent of death, try living with 
it for a year and a half. It’s worse than death. In the long interval before actual 
physical death, the afflicted person is insidiously replaced by an imposter’ (215). 
The narrative’s final chapter then depicts Cooney’s perception of her mother 
as a living dead most acutely, when Cooney returns to Connecticut ‘to empty 
[her] mother’s house’ (200). The chapter’s content and metaphorical language 
come very close to Galsworthy’s use of the house as image. Constance Rooke 
comments that ‘the house represents the self in society and contains (through 
memory and memorabilia) the “furniture” of identity.” Cooney is determined 


not to ‘throw away a single book’ (211), because these books, together with 
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‘thousands of notes, typed or scribbled - research, ideas, references, inspirations, 
ideas, ideas, ideas’ (212), embody Durant’s former fullness of life. 

Cooney honours her mother’s legacy. But the narrative arrangement 
matches what Barbara Ehrenreich several years later criticized as ‘retreat from 
the real drama and tragedy of human events.” Cooney articulates her story, 
as Kathlyn Conway would put it, from a ‘position of authority outside the 
actual experience.” Looking back on her caregiving experience, she can write 
about her learning, while avoiding talk about her mother’s complete bodily and 
mental disintegration. She can offer a ‘culturally validated narrative of triumph 
over adversity’ - with a storyline that is, given the condition’s trajectory, not 
available to the patient.” This culture of survivor literature would make it harder 
and harder for patients to find their own voice and reposition themselves in 
this mainstream narrative. It is, in fact, truly significant that Cooney places 
the account of Durant’s actual final days in an epilogue. This textual separation 
symbolizes the narrative place and time where Durant, in Nancy Reagan’s 
words, has ‘gone where I couldn't follow’ (232). There, Durant is seen to lead an 
existence without a past, as ‘she doesn’t mention Mike anymore ... Terribly sad, 
but merciful. For her, and for me’ (225). Forgetting has turned into a disease- 
inflicted kindness. Also Appignanesi’s observation that her mother increasingly 
‘denied what she didn’t want to know or chose to forget’ hints at more 
redemptive notions of forgetting towards the end of the century, a perspective 
increasingly found in much later life-writing, including, for example, Dana 
Walrath’s Aliceheimer’s: Alzheimer’ through the Looking Glass (2016).” In the 
overwhelming awareness of societal ageing (and increased risk for everyone 
to fall ill with dementia), forgetting becomes redemptive. The kindness of 
forgetting would become a version of the narrative of loss that could appeal to a 
mass readership for whom Alzheimer’s disease had come to embody the death 
of the self. 

Presenile dementia, while fiercely pushed in genetics research, failed to 
receive a broader literary reflection in its own right at this point in discourse 
development (this changes towards the end of the first decade of the new century, 
as I will show in Chapter 7). In Death in Slow Motion, presenile dementia only 
features in passing when Cooney becomes “intensely aware of [two women] who 
are not a hell of a lot older than I am. They're in their fifties, and have early-onset 
Alzheimer’s’ (230). In spousal memoirs, however, presenile forms of dementia 
find fuller examination. These spousal accounts of early-onset patients published 
in the late 1990s draw on very similar forms and categories of representation as 


the ones just highlighted for late-onset dementia in Cooney’s book. This suggests 
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how dominant the cultural image of Alzheimer’s disease as a condition of old age 
continued to be at the end of the century. 

Margarita Retuerto Buades’s husband, José Antonio Gömez-Bärcena, was 
56 years old when diagnosed with Alzheimer’s disease in 1996. The Spanish 
lawyer’s account, Mi vida junto a un enfermo de Alzheimer (My life next to an 
Alzheimer’s patient; 2003), was one of the earliest caregiver narratives written in 
Spanish and published in Spain.” It echoes much of the need to share the actual 
experience of caregiving found in early adult-child accounts like Rosalie Honel’s 
Journey with Grandpa. But unlike these early adult-child accounts, Buades’s 
narrative is less concerned with a chronological exposition of events. Instead, it 
focuses on specific aspects of the caregiving experience which all emphasize that 
Buades has ‘lost [her] husband’ (89). “Visits and friends’ (95), for example, while 
emphasizing again the patient’s shrinking social network, laments how ‘at the 
same rate as my husband's condition worsened, these visits became more and 
more and more spread out’ (105). And in the chapter ‘From wife to caregiver’ 
(79), Buades confesses: ‘I miss my husband’ (81). These images are not dissimilar 
to the dimensions of loss that Wayne Booth identified as ‘universally pertinent’ 
in ageing, which I referred to in the introduction: the loss of friends and partners 
in life.” In addition, Buades compares her husband’s behaviour to that of a child 
(e.g. 31, 66, 72), an image also taken up in a national newspaper feature.” These 
similarities to adult-child narratives bring out the impact of the caregiving 
experience in Buades’s account: the spouse with dementia, much like the parent 
with dementia, is considered a child. This is significant for the fact that Ann 
Burack-Weiss has described a ‘history of reciprocity, along with a sexual history’ 
as separating ‘the situation of partners from other family care relationships’ in 
contexts other than dementia.” 

Most importantly, though, Buadess reliance on medico-scientific and 
popular accounts links Josés condition to one of ageing. She references, 
among others, David A. Snowdon’s Aging with Grace, seeks authority through 
mentioning José’s clinical documents and specifically refers to evidence for the 
organic, neurochemical basis of cognitive deficits. Influenced by Reisberg’s work 
on age-associated cognitive decline, Buades places memory loss alongside the 
‘inevitable and normal consequence of ageing’ (54). In addition, she brings out 
how the condition ‘progresses much more aggressively in younger people’ (65). 
All things considered, I read Buades’s rendering of her husband's condition as a 
cultural confirmation of, and commentary on, Bradley T. Hyman’s observation 
in relation to the genetic dementia research of the 1990s. Hyman states ‘that 
genetic factors lead to quantitatively worse disease but not to a qualitatively 
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different pattern of brain involvement.” Even though Buades writes about a 
middle-aged patient, the images she uses, and the concerns she has, overlap 
with those of adult-child caregivers, whose patients are elderly. Her strategy for 
surviving ‘all those years at war with Alzheimer’s is to think that my husband is 
dead’ (17). 

Incidentally, Buades’s reference to John Bayley’s Iris (1998), in which Bayley 
writes about his wife's illness when she was in her seventies, is also significant for 
her perception of José as old.*' For while I do not suggest that Bayley’s account 
gave her ideas about how to write about José, the sociocultural reach of Bayley’s 
account made it a welcome source of comparison for caregivers across various 
cultural contexts and traditions, and this dominance helped strengthen the 
narrative of the patient as old, dependent and childlike.” Rudolph E. Tanzi’s 
reference to Bayley’s account as giving the reader ‘a sense of an Alzheimer 
patients terribly limited world’ (74), in turn, indicates a growing oscillation 
of language and images between the literary and popular scientific realm, and 
points to the central role literary writing assumes in amplifying a particular 
version of a narrative. 

Bayley’s text and the dementia narrative it portrays rose to extraordinary 
prominence in part because of its fast adaptation for the big screen in 2001.” 
Bayley starkly contrasts the couple's life together in the narratives 166-page- 
long first part, “Then; to a diary-like, forty-page rendering of the ‘Now. This 
textual arrangement underlines the Oxford don’s perception of loss and provides 
the basis for the films key narrative device. Richard Eyre’s movie uses extended 
flashbacks to make most tangible emotional and physical disruption as well as 
discontinuity; it does not offer a ‘life-course perspective." Rather, in constantly 
switching between the ‘young’ (Kate Winslet) and ‘old’ Iris (Judi Dench), the 
film contrasts Murdoch's fulfilled and youthful life as an intellectual and Bayley’s 
struggle for her attention, with Murdoch's inability to continue to write in the 
present day of her old age and illness.® 

Bringing Alzheimer’s disease to the big screen enhanced clinical (if not 
medico-scientific) appreciation of the patients and caregiver’s experience, also 
because the Alzheimer’s Association influentially endorsed the film. We might 
read the positive reactions of geriatricians and psychiatrists to the film in the 
tradition of the geronto-psychiatric work on senility in the 1960s and 1970s.*° 
But they were also the product of whole-person approaches to dementia care that 
began to emerge during the 1990s - developments that became instrumental in 


giving a voice to patients themselves. 
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As Alzheimer’s disease became a household word during the 1980s, and 
wider societal attention grew for neurochemical and genetics research, the 
patient became increasingly marginalized. Pictured as suffering communication 
breakdown and objectified in caregiver accounts that zeroed in on the 
burdens of care, those who experienced the illness directly had been pushed 
ever farther away from the centre of attention. As mentioned previously, the 
writings of patients began to be published in 1989. However, it took another 
decade of growing patient organization, linked to a rise in psychosocial work on 
Alzheimer’s disease, before patients would begin to be perceived (and perceive of 
themselves) as political agents. Agents who were able and authoritative enough 
to establish their own version of the illness - removed from the socio-medical, 
neurochemical and healthcare narratives of loss as well as caregivers’ pessimistic 
accounts, amid a growing marketplace. 

Patients were additionally pushed to develop a counter-discourse by a further 
evolution of the medico-scientific view of Alzheimer’s disease and its related 
portrayal in the mass media. With the advent of in vivo imaging methodologies, 
illness progression could be ‘seen’ in the living brain. As Tanzi put it, for the 
community of medical scientists and clinical neurologists ‘now to actually see 
direct evidence, to be able to actually watch the disease progress in a living 
person, is quite amazing. It gives us a way of tracking the rate and severity of 
the disease’s progression; of knowing, for the sake of applying drugs, who will 
get the disease sooner than later’ (245-6; emphasis original). Only there were no 
drugs available. 


108 


Neurotechnologies and narrative 
examine the failing mind 


The visual exploration of the brain and 
fascination with the mind 


In the 1990s, Alzheimer and his disease have become the flavour of the decade ... 
Clinicians increasingly face demands from basic scientists to provide subjects for 
research studies who meet ‘strict DSM III-R diagnostic criteria of the disorder. 
The race between pharmaceutical companies to find the ‘cure’ for Alzheimer’s 
disease is fierce, and established scientists have been recruited to the tasks. 

G. E. Berrios and H. L. Freeman, Alzheimer and the Dementias' 


Since the early 1980s, medico-scientific research had been working at an 
international level towards elucidating the conditions pathogenesis. With 
new imaging technologies becoming available for medical practice, a patient's 
biochemical and genetic make-up could now be assessed in conjunction with 
real-time observation of functional and structural changes in the brain. In 
the wake of these developments, as summarized by G. E. Berrios and H. L. 
Freeman, the medico-scientific narrative of decline and loss attained a new level 
of perceived truth. Visually observable brain shrinking became the correlative, 
if not surrogate, of a patient’s decreasing performance, because cognitive 
functioning scores could be correlated to data collected from the brain at work. 

Imaging methods led to an ever more detailed study of the mind, while 
conditioning and enhancing a growing preoccupation with cognitive prowess. 
A US government initiative additionally heightened public awareness of brain 
research during what George W. Bush had proclaimed the ‘Decade of the Brain; 
the period spanning 1990 and 1999.? The emergence of the first drugs used for 
the treatment of Alzheimer’s disease also furthered this cognitive focus. (These 
drugs were intended to counter neurochemical deficits while enhancing cognitive 
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performance, but they would reveal themselves as largely ineffective: they 
did not halt disease progression and alleviated cognitive symptoms only to a 
limited extent. Yet, essentially they continue to be the only drugs available for 
Alzheimer’s disease.) These developments, I argue, reformulated dementia as a 
cognition- and performance-limiting process, based on organic changes now 
observable in vivo. 

The imaging techniques of particular relevance are: computer tomography 
(CT), a method building on X-ray technology; magnetic resonance imaging 
(MRI), which assesses the environment of hydrogen atoms in the body; positron 
emission tomography (PET), which traces the uptake of specifically labelled 
glucose (abbreviated FDG), and hence cellular activity; and single photon 
emission computed tomography (SPECT), which measures blood flow. When 
these methods started to gain prominence in the 1980s, CT and MR images 
were considered to represent tissue anatomy and biochemical make-up, while 
the PET-FDG image was taken as a ‘map’ that reflected neuronal activity.’ The 
implications that Van Dijck has identified regarding the meaning and effect of 
the map metaphor where it applies to genetics are relevant here too: its equating 
to a map underlines how the research community increasingly considered the 
visual image as the most reliable form of evidence. MRI technology in particular 
represented, as sociologist Kelly A. Joyce elaborates, a ‘cultural icon - a sacred 
object’ on which questions about personal health and identity revolved.* Early 
MRI studies provided evidence of the patient’s shrunken brain.’ And, in 1990, 
a group of US scientists around William Bondareff advocated the use of MRI 
for ‘following the course of dementia’ over time, because they saw differences 
in disease severity.° Such work was seminal in discourse developments, because 
medical images were valued ‘as Evidence in its quintessence.’ 

In keeping with Foucault's insight that the clinical gaze detaches the body from 
a person, this research brought home how patients could be turned into abstract 
entities. Presenting assessment scores and computed lesion-brain ratios, three 
tables and six graphs adumbrate, in the paper by Bondareff et al., the complex 
procedures of weighing, measuring, dividing and multiplying that yielded the 
numbers standing in for the individuals subjected to these procedures. The 
imaging specialists’ focus on visually collected and mathematically processed 
ratios of brain measurements further distanced the observer from both specimen 
and individual. I emphasize that, despite the perceived reductionism of these 
procedures, I do not attribute to them any particular role per se in discourse 
developments. Bruno Latour and Steve Woolgar convincingly present the data 
processing as part of a creative process and explain that, for the scientist, the 
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outputs obtained in such a process remain in ‘direct relationship to “the original 
substance”’® Rather, I am interested in how these procedures contributed to 
what Ian Hacking would term new ways of classifying and knowing patients, and 
how such classification played into concepts of loss related to archival notions 
of memory.’ 

The resulting diagrams suggested potential correlations of each individual’s 
lesion-brain ratio to various cognitive test scores. Specifically, the ‘magnitude 
of these lesions ... correlated closely with the severity of dementia indicated 
by scores on the Blessed Dementia Scale and the Folstein Mini-Mental State 
Examination’ (47). These cognitive tests were intended to quantify the ‘degree 
of intellectual and personality deterioration’ in elderly individuals, as they 
categorized the cognitive performance of patients along a numerical scale.’ 
Originally developed in 1968 and 1975, they came to be prominently used once 
pharmaceutical compounds required assessment. Tacrine and donepezil were 
the first drugs (termed pro-cholinergic because they were designed to support 
cholinergic activity) approved in the United States and other countries, in 1993 
and 1997, respectively. A pharmacological study of one of these compounds 
illustrates how the language evolving around these drugs (and the testing of 
their efficacy) heightened concepts of dementia as a cognitive condition and the 
patient as under-performing. 

In a US report from 1998, S. L. Rogers and colleagues evaluated the efficacy 
and safety of donepezil. Their description of inclusion criteria and methods 
for assessing drug efficacy brings home two points: the language regarding 
Alzheimer’s disease had become strongly performance focused, and the 
description of the patient followed principles of systematic clinical categorization 
and classification. The diagnosis of ‘probable AD’ was made 


according to criteria outlined by the National Institute of Neurological and 
Communicative Disorders and Alzheimer’s Disease and Related Disorders 
Association (NINCDS-ADRDA), with patients also fitting DSM-III-R illness 
categories ... Patients had scores on the Mini-Mental State Examination 
(MMSE) of 10 to 26, and a Clinical Dementia Rating (CDR) score of 1 (mild 
dementia) or 2 (moderate dementia) at both screening and baseline. (137) 


Also clinical outcomes were expressed in strictly standardized terms based on 
a battery of five different tests: ‘the cognitive portion of the Alzheimer’s Disease 
Assessment Scale (ADAS-cog) and a Clinician’s Interview-Based Impression of 
Change scale that included caregiver supplied information (CIBIC plus) ... the 
MMSE, patient-rated quality of life (QoL) scale, and the Sum of the Boxes of the 
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CDR scale (CDR-SB)’ (137). The authors dedicated almost a quarter of the eight- 
page-long paper to the description of these research methods, and I have quoted 
from them at length to convey their style and purview. 

For the purpose of Bondareff’s research, patients were tested similarly (47). 
Based on mathematical and statistical operations, the authors hypothesized that 
the visible changes they observed ‘might affect cognitive functioning; perhaps 
... by interrupting networks [that] are the subject of contemporary discussions 
of the neurophysiologic basis of learning and memory’ (51). With such 
speculations, the authors took a significant step towards the claim that visual 
data that reflected a loss in brain cells could stand in for cognitive performance 
and memory capacity. Five years later, in a Japanese study, Kazunari Ishii and 
colleagues explicitly linked visually collected information to impairment in 
a brain area involved in memory operation (the hippocampus).'” This step 
deserves particular mention because they published their evidence in colour. 

The use of colour rather than grey scales to display differences in recorded 
intensities in the brain had been in use since the early 1980s. But only when 
scientific journals supported publication in colour, and such publication 
became affordable for research labs, did coloured brain sets become the norm. 
Anthropologist Joseph Dumit points out that choosing a specific set of colours to 
represent linear activity values in specific brain regions is entirely arbitrary. For 
him, this very arbitrariness reinforces the sense that ‘these regions are internally 
coherent, separate from their neighbors, and therefore able to adequately 
represent the “functioning of the task” in question.'* This means that colouring 
per se added to the perception that a specific area of the brain was structurally 
damaged and its function impaired in Alzheimer’s patients. In reverse, the image 
could be seen as the correspondence of patients’ cognitive impairment. Ishii and 
colleagues opted for a scale ranging from blue to red, with red representing the 
highest degree of intensity. The absence of the signal colour red in those areas 
where ‘decreased’ cerebral blood flow was observed (1163) visually determined 
the loss in the research subject’s memory. 

The images were selected with the aim of enhancing textual arguments 
in both scientific and popular articles.” Colour made research results more 
easily accessible to mass media exploitation, but this process was reciprocal, 
as researchers soon felt the pressure to make their scientific publications more 
engaging. Lisa Cartwright has superbly illustrated how, across the twentieth 
century, knowledge and subjectivity in science are ‘entangled with a broad 
range and mix of cultural and representational practices.!‘ Her insights inform 


my understanding that images of the living brain opened up medico-scientific 
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descriptions of Alzheimer’s disease to largely unfiltered mass media use of 
the condition as meaning cognitive deficit. Articles frequently incorporated 
colourful brain images or, at least, made reference to the usefulness of imaging 
technologies to ‘detect progressive brain cell degeneration’ in the brains of 
patients in very early stages of Alzheimer’s disease.” 

Like the general public, researchers were convinced of the ‘certainty’ conveyed 
in these visible findings, which was ‘heightened by the ‘status attributed to large, 
expensive, complex technologies." Lennard J. Davis has made the important 
observation that science and scientific medicine are themselves not objective 
disciplines of knowledge acquisition but part of a ‘new problematics of 
obsession.” By the turn of the century, the evolving technology could generate 
dynamic blood volume images to assess brain activity during stimulation, 
such as cognitive testing. In keeping with Dumit’s statement that brain areas 
circumscribed by colour were taken as functional units, the image itself now 
answered for the subject’s cognitive performance.” But such brain imaging also 
revealed the sobering fact that long-term treatment with drugs like donepezil 
did not improve ‘regional cerebral blood flow’ in patients.”! 

This brings me back to the clinical trial conducted by Rogers and colleagues 
in 1998. Their study concluded by stating that future trials were ‘necessary to 
determine if donepezil has significant effects in delaying deterioration or actually 
improving functional outcomes for AD patients’ (144). Cognitive abilities had 
become the all-encompassing parameter by which to define patient well-being. 
In fact, for Hacking, one of the reasons that memory loss in Alzheimer’s disease 
is so emphasized in the final decade of the twentieth century is that objective 
quantitative tests for memory loss can be so easily defined.” This is especially 
important because once so tested, therapeutic approaches proved largely 
unsuccessful - counter to expectations nourished by the myth of the transparent 
and knowable body, resting on the assumption ‘that seeing is curing.” Based 
on similar assessments, a British long-term clinical trial found donepezil not 
to be cost effective in 2004. This study eventually led the National Institute for 
Health and Care Excellence (NICE) to no longer recommend the use of pro- 
cholinergic drugs in mild to moderate cases of dementia in Britain.” During a 
period marked by a prominent fascination with the brain, whose visual scrutiny 
seemed to give access to the ‘neural correlates of the activities of mind itself in 
real time, cognitive performance had become a question of healthcare budgets.” 

Such decisions were influential for the further development of the status 
of patients. They were made at a time when, as we have seen, cognitive health 


and performance in older people was increasingly promoted in public health 
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strategies such as the US Healthy Brain Initiative in 2005.” Caregivers witnessed 
their parent’s or partner’s loss of memory and mourned their social death. These 
losses appeared sanctioned by imaging data and testing outcomes, and they were 
enhanced by a popular fascination with cognitive performance and the visual 
representation thereof. As Stephen G. Post observed, ‘Nothing is as fearful as 
AD because it violates the spirit (geist) of self-control, independence, economic 
productivity, and cognitive enhancement that defines our dominant image of 
human fulfillment. Deep forgetfulness represents such a violation of this spirit 
that all those with dementia are imperiled’* 

Post’s deliberations on the situation of Alzheimer’s patients in a ‘hypercognitive 
society’ are particularly poignant when considering that imaging technologies 
grappled with the same question: the separation of normal from pathological 
processes of ageing. In the search for diagnostic tools with which to distinguish 
between ‘normal age-related cognitive decline and levels of cognitive 
performance ‘that precede the onset of dementia’ a series of constructs had been 
devised since the mid-to-late 1960s. The most durable term, ‘mild cognitive 
impairment, entered the lexicon of literature on ageing and dementia in 1988.” 
The move to introduce a category of ‘mild’ impairment enabled practitioners to 
lift the ensuing stigma of lacking cognitive performance from the ever-growing 
number of older people, who feared the diagnosis of Alzheimer’s disease, 
because the demented individual was - as popular writing had brought home - 
less able, less independent, less productive and less conforming with society’s 
expectations of performance. 

The growing cultural interest in these neurotechnologies both paralleled 
and conditioned a marked increase in literary explorations of a broad range 
of neurological conditions from the late 1990s onwards. For American literary 
critic Marco Roth, this rise of the ‘neurological novel’ was closely linked to 
the fact that the press, like the New York Times in its sciences pages, eagerly 
took up the reductionism of mind to brain.’ Ian McEwan’s Saturday (2005) 
is a good example.*' It centres around the psycho-neurologically challenged 
Huntington’s disease patient Baxter, whose disease-typical behaviour becomes 
indistinguishable from that of a socially disadvantaged criminal aggressor (91). 
Baxter falls short in terms of intellectual abilities. He becomes a mirror in which 
the values of a cognition-driven society are reflected - those of his opponent, the 
high-performing and successful brain surgeon Henry Perowne. For Perowne, 
Baxter merely has ‘a diminishing slice of life worth living, before his descent into 
nightmare hallucination begins’ (278). 
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Ihis fictional representation brings home the deleterious impact on 
personhood of what Raymond Tallis termed the 1990s ‘culture of neuromania.” 
With the biomedicalization of Alzheimer’s disease, Joseph M. Foley much earlier 
had seen that the dementia patients chances to be considered an individual 
with personhood and identity were at stake. He wrote that “we must know not 
just about cognitive capacity but also about awareness, feelings, and emotional 
reactions to the personal and social consequences of dementia.” He had 
expressed these concerns as early as 1992, which signals how anxieties about 
identity in dementia foreshadowed the exponential rise in medico-scientific 
research on Alzheimer’s disease and its coverage by popular science and mass 
media throughout the 1990s.*4 

The patient's feelings and experience, eventually, attracted increasing attention 
in the final decade of the twentieth century. Partly, this change was conditioned 
by the said cultural fascination with ‘neuronovels’ and a rising number of genre 
novels, among them ‘thrillers[ ] ofamnesia.** Countless popular novels (including 
detective fiction) and an endless number of televised serials continue to bring 
out the condition as a mirror, in which values of the cognitively, romantically or 
economically excelling chief protagonist are reflected. Still, I contend that the 
narrative exploration of Alzheimer’s disease as one of the failing mind, especially 
during the 1990s, eventually opened the way for patients to articulate themselves 
and reclaim their authority and identity. I cover such patient life-writing more 
fully in the final section of this chapter. First, I will examine three early pieces 
of dementia detective fiction. Their unreliable narrators keep these narratives 
anchored in the tradition of the novel of consciousness. Yet, it is through their 
renewed focus on plot as tracing mindful performance that these narratives 
would be of notable service to patients and their care. 


The Dying of the Light: Detective fiction 
claims back patient authority 


In 1992, one of the first narratives carrying ‘Alzheimer’s’ in their title appeared in 
print - Hans Dieter Mummendey’s Claudia, Alzheimer und ich: Kriminalroman 
(Claudia, Alzheimer’s and I: A detective novel). Judging from the core image 
explored in the narratives opening chapter, the story did not promise a radically 
different approach to dementia: an allusion to the patients living death as 
the 64-year-old narrator, undergoing a scanning procedure, wonders, ‘Is this 
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already the scenario of interment, of cremation?’ (10). But the story’s subtitle 
opened the condition to an entirely new genre. Mummendey develops his 
mystery consistently from the perspective of an ageing person, whose reliability 
is questionable from the outset. The narrator himself explicitly ponders, ‘Does 
my brain keep up with reality?’ (10), and later comments on his forgetfulness 
(15) and age-related chattiness (15). In this narrative mode, the patient turns to 
telling of his much younger wife Claudia’s death. He expands on how Claudia 
perceived increasing signs of ‘imperfection, lack, weakness, illness’ (61, 87) in 
him and how she created situations which suggested his inability to remember 
(69). Based on such information, the reader begins to wonder how Claudia 
might have died, especially since the narrator keeps emphasizing her sportiness 
and robust health. 

Bernlef’s narrative is also told from the patient’s perspective, but Maarten’s 
reliability is never an issue for the reader - both for Veras presence and because 
we are led to read Out of Mind as a convincingly charted documentation of the 
narrators Alzheimer’s disease.” The narratives free indirect style reinforces 
this perception. In comparison to Bernlef’s Maarten, Mummendey’s narrator 
is both actor and witness, and therefore has control over the truth or not that is 
revealed. With a detective novel in hand, the reader relies on the patient-turned- 
narrator to solve the mystery. But anxious to see its solution before Alzheimer’s 
has gone too far for the narrator to impart his knowledge, the reader experiences 
a completely new feeling with a dementia novel in hand. We read for the plot, 
against the disease and its trajectory. 

Between the 1940s and the 1980s, the tools and strategies of modernist and 
postmodernist fiction enabled the narrative exploration of the workings of the 
patients mind and emotional experiences. These approaches were, as Peter 
Brooks has argued, permeated by a suspicion that ‘plot falsifies more subtle 
kinds of interconnectedness.** This means that modernist writing narrated the 
condition from within the patient’s mind, relying on the condition’s own plot, 
which medical and social scientists as well as psycholinguists had characterized 
in terms of decline and loss. Paralleled by the growing emphasis - by both 
medico-scientific research and the adult child’s memory work - on chronology, 
genealogy and temporality during the 1990s, plot re-emerged as a structuring 
principle in narrative. In this context, no narrative relied more on plot than the 
detective story, given that ‘everything in the story’s structure ... depends on the 
resolution of enigma.” 

Lisa Zunshine points out that ‘we open a detective novel with an avid 
anticipation that our expectations will be systematically frustrated, that we 
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will be repeatedly made fools of, and that ... we will be fed deliberate lies in 
lieu of being given a direct answer to one single simple question that we really 
care about (i.e., who done it?). Put differently, the questionable reliability of 
dementia patients makes them characters highly suitable for detective fiction. 
At the same time, detective fiction, in driving towards dénouement, is perhaps 
the genre most suited for challenging this supposed lack of reliability. I here 
advance the argument that it was exactly such plot-related expectations that 
encouraged the reader to question societal preconceptions against patients as 
unreliable and lacking in authority. The genre's requirements for red herrings as 
well as dependable clues led authors to appreciate dementia patients’ narrative 
possibilities. By the same token, it opened readers to the narrative capabilities 
of patients and heightened societal responsibilities for listening and granting 
authority to their accounts. In short, beginning with Mummendey’s novel, the 
plot-reliant detective story of the 1990s returned agency and control to the 
patient. 

Plotting is the narrative’s core device and the patient’s central pursuit in 
Michael Dibdin’s The Dying of the Light: A Mystery (1993).*! Rosemary Travis 
dictates the plot, and she misleads detective and reader. In so doing she 
awakens fellow patients ‘from their catatonic stupor and paranoid delusions’ 
(132), instigating their improved care and awareness of continued agency. 
Dibdin’s mystery is both hilariously funny and playfully critical. It reveals 
itself as a parody on the continued lack of quality care, a satire on society's 
views on the elderly and memory loss as their main condition, and a (Travis’s) 
travesty of the contemporary form of the detective novel. First and foremost 
however, The Dying of the Light can be read as an allegory for memory loss in 
the elderly - a cognitive condition where fact and fiction merge. To identify 
the murderer of Rosemary Travis’s friend Dorothy Davenport, the reader's 
interpretive ordering must achieve more than sifting reliable from unreliable 
figures. It must probe the relevance of different narrative layers dominated by 
these figures: Rosemary Travis’s fanciful storytelling; detective Stanley Jarvis’s 
unenthusiastic investigating; both their impressions conveyed in free indirect 
style; and, perhaps the only layer in which to find trustworthy clues, the views of 
a hardly perceptible narrator. 

From the outset, Dibdin plays with the reader’s expectations. He portrays 
Rosemary and her friend as the elderly storytellers, who are perceived as tedious 
by those who are young. Yet, the narrative’s first part is set in an environment 
in which storytelling becomes a necessary pastime. Befitting its name, Eventide 
Lodge is a place where time stands still. The clock on the mantelpiece has stopped 
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at ten past four, preventing the plot from moving forward, like the darkness which 
engulfs the place when lights are turned off at 9.30 every night. Rosemary and 
Dorothy ‘make a fictional virtue of the factual necessity’ (49), taking to plotting 
their own ‘comforting narrative’ (45). For their ‘murderous web of intrigue’ 
(56), they turn their fellow inhabitants ‘into cardboard characters whom they 
manipulat[e] to suit their whims and the twists and turns of the story’ (59). 
In this diversion between the friends, ‘it was always Rosemary ... who kept 
all the strands of the plot in play while still managing to accommodate - and 
thus to some extent control - the real horrors which surrounded them’ (44). 
However, once Rosemary is removed from conversational interaction, she feels 
her control - her identity as plotting individual - slip away. With the news of 
Dorothy having to go to hospital for cancer treatment her sense of audience 
drops, because Dorothy’s part was ‘to fill in the gaps ... to spot the errors ... to 
approve and criticize, suggest and reject’ (45). But Rosemary does not give up 
at the loss of her social network. She does ‘rage against the dying of the light, 
as the book title’s allusion to Dylan Thomas's 1937 poem for his dying father 
anticipates. 

On the day Dorothy is found dead, Rosemary’s ability to plot reaches a new 
level. She becomes the narrative interface in Dibdin’s network of fact and fiction, 
relaying between the different fictional layers. With Dorothy’s death, a real 
mystery needs to be solved in part two of the novel, requiring an actual detective, 
who would separate clues from red herrings - in an environment whose closed 
society makes all its members potential suspects and unreliable.” An avid reader 
of detective fiction (65), Rosemary is aware of the rules of the genre and sees the 
need to assert her selfhood in a plot apparently no longer of her own design. Put 
differently, the reader replaces Dorothy as Rosemary's audience, observing the 
altercations ensuing between Rosemary and detective-inspector Stanley Jarvis. 

But if the pleasure in reading detective fiction derives from ‘observing the 
mastermind’s work, Dibdin dashes his readers’ hopes for an authoritative 
inspector entirely: Jarvis has no interest in the case.” Uninspired, ‘he consulted 
his thoughts. They were empty’ (78), ‘executed a doodle in his notebook’ (79) 
and later ‘added an elegant curlicue’ (81). As an invisible narrator observes 
Jarvis, the reader, like Rosemary, begins to wonder: “You are in charge, arent 
you?’ (93; emphasis original). And Jarviss authority is fully undermined when 
he feels the need to ‘tower[ ] over the elderly woman, swaying back and forth 
in the manner cultivated by the constabulary for the purposes of impressing 
the populace’ (96), and silently prays ‘Don't let me hit an old lady’ (98). Thrown 
back onto Rosemary’s initiative, the reader begins to appreciate the patient’s 
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resourcefulness. Rosemary coordinates her fellow patients’ interrogation by the 
detective, setting the scene for a classic English detective story, with its unique 
blend of logic and fair play’ (98), in which all are ‘gathered together in the lounge 
of this isolated country house to face the detective’s probing questions. One of us 
is guilty, but which? Can the sleuth succeed in unmasking the murderer before 
he - or she - strikes again?’ (112-13). 

Rosemary positions herself as the centre of a network of information. In 
this network, she regains dominance through language, because, as Otis would 
express it, she ‘tries to know and control others by controlling their words.“ 
Her threat - ‘if you leave now, I will be the next to die’ (120) - forces Jarvis 
to take the matter in hand, even though convinced of Dorothy’s suicide (87). 
As the narrative accelerates towards the mystery’s dénouement, Jarvis returns 
to Eventide Lodge in the third and final part of the narrative, to identify the 
testimony of one of Rosemary’s fellow residents as ‘fiction from beginning to 
end’ (135) and Rosemary as ‘the author’ (135) of it. As it turns out, Rosemary 
has been plotting the case all along, putting Dorothy’s suggestions in her suicide 
note into action, namely ‘to make it look as though I were the victim in one of 
our whodunnits (142). 

Rosemary is the real mastermind of the piece of fiction in hand. She plotted 
the case and laid out the clues for Jarvis to pick up and the reader retrospectively 
to arrange. She performs theory of mind. She uses - Iam adapting Alan Palmer’s 
definition here - her awareness of the existence of Jarvis’s mind, the knowledge 
of how to interpret her own as well as the detectives thought processes.“ But 
Rosemary's design is not only the key to the reader’s pastime. We honour her 
plotting, because we have to go over the story again to revise our interpretations; 
we have to use our own theory of mind, aiming to follow Rosemary's as well as 
Jarviss mind to avoid losing the plot.“ In this regard, our readjustment goes 
beyond the separating out of witnesses and culprits: like Jarvis, we must come 
to terms with the fact that Rosemary does not fit our preconceptions of an 
unreliable, because elderly and perhaps forgetful, storyteller. 

Confirming this reading, Dibdin presents Jarvis and Travis as plotting equals 
in their animated conversation covered in the novel's final part. For Rosemary, 
Jarvis turns out to ‘be someone of a rather higher calibre’ (147); and Jarvis 
explicitly tells Rosemary of the moment when he ‘first started to take [her] 
seriously’ (137). Once the inspector - as the detective fictions key integrative 
figure - values the patient, Rosemary is lifted onto a higher level of authority. 
This ingenious change in dynamics invokes notions of whole-person approaches 
to dementia care, which advocate that ‘much of personal identity belongs ... to 
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the mutual recognition between two people.” It also forms the centre of Dibdin’s 
social criticism. With her newly gained authority, Rosemary can finally live her 
social self, which goes far beyond that of a cardboard character in a piece of 
detective fiction: she can lecture Jarvis for not having approached the ‘case in the 
open-minded and impartial manner befitting a detective’ (136). 

But it is the joint action of Travis and Jarvis - the phonetic similarities 
between their names anticipating their cooperation - that solves the 
narrative’s real concern, after we have followed the red herring of Rosemary’s 
plotting: the patients’ well-being. It is through Jarvis’s actions that Rosemary 
becomes aware of Eventide Lodge’s true impact on the patients’ mind and 
spirit (131). In keeping with W. H. Auden’s view that ‘the job of detective is 
to restore the state of grace in which the aesthetic and the ethical are as one, 
Jarvis, at last, turns out to be the perfect inspector.* Initially sorry for the 
home’s director Anderson ‘stuck out here in the middle of bloody nowhere 
with a bunch of oldies well past their sell-by dates’ (87), he eventually charges 
him and his sister for ‘wilful cruelty and gross neglect’ (132). He brings home 
the narrative’s core message that care is, to some extent, a cure. However, it is 
only through Rosemary’s plotting that Jarvis is led to expose himself and the 
reader to the patients’ environment in the first place. Through his focus we 
appreciate the home’s smell of mould (77). We suddenly see everywhere ‘the 
same miscellaneous assortment of third-hand furniture, the same oppressive 
volume of chilly grey light, the same sense of desolation and decay’ (107). 
Together with Jarvis, we hear Anderson and his sister Letitia Davis considering 
the elderly ‘dribblers and bed-bespatterers’ (80), with ‘brains in their bums’ 
(91) and without any future, let alone credibility: 


All the residents of this establishment are shortly destined to become the 
victims of a ruthless and anonymous killer against whom the combined forces 
of civilization have so far proved powerless. What more natural than that they 
should seek to contain their terror by recasting themselves as characters in a nice 
cosy whodunnit, threatened not by impersonal oblivion but a fallible human 
murderer, acting in a recognizable manner and for comprehensible motives, 
whose identity will be revealed in the final chapter? (81) 


Dibdin also satirically overstates Andersons and Davis's alcohol abuse and 
their physically and verbally abusing the patients. In this way, he satirizes the 
continued lack of quality patient care in the 1990s. Dorothy’s choice to end her 
life could also be read as a response to the bleak outlook drawn, and caused by, 
caregivers like Anderson. 
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In Dorothy we encounter Dibdin’s other powerful patient advocate. Her right 
to self-determination could be taken as a fictional response to contemporary 
evidence suggesting an increasing trend in elder suicide.” As such, Dibdin’s 
choice with Dorothy and Rosemary to explore both end-of-life possibilities is 
most effective. In conjunction with the novel’s ending - Rosemary asks explicitly, 
‘How’s that for a happy ending?’ (151) - Dorothy’s choice may be viewed in 
relation to David C. Thomasma’s argument that while ‘a good death is a benefit 
to all of us, the duty to help bring it about can be fulfilled through loving care of 
individuals, proper control of our medical technology, and community support 
through hospice programs.” The ending makes for a comedy of manners, given 
that it ‘contains an expulsion of the socially undesirable which insures the 
continued happiness of those remaining.” 

We could read The Dying of the Light as a response to the National Health 
Service and Community Care Act from 1990, which regulated the assessment 
of patients’ needs and abilities as a precondition for them to receive care and 
services. It suggests that many institutionalized individuals could live within the 
community for longer, if adequate healthcare were provided in that community 
and if healthcare were more focused on communicating with the patient. This 
perspective is in line with agendas, developed since the 1990s, that centred on 
care and campaigned for the celebration of neurodiversity. According to Dana 
Lee Baker, both agendas connect to the question of personal identity and promote 
patient-centred care. Dibdin’s narrative appears exceptionally well placed to bring 
home the potential of celebrating neurodiversity: it develops the individual with 
the condition into a three-dimensional character with continued capabilities and 
identity. The play-like narrative relies on the continued interactional abilities of 
older people. Almost entirely set in the home’s lounge, the narrative’s confined 
space of action encourages the reader’s perception of a drama unfolding in the 
continued present tense of a play on stage with a central focus on conversation. 
Dibdin’s emphasis on verbal exchange appears particularly pointed at a time when 
a growing body of work developed around differences between psycholinguistic 
concepts of breakdown and sociolinguistic appreciation of continued abilities 
in cases of dementia.*? As explored in Bernlef’s Out of Mind, psycholinguistic 
studies had particularly concentrated on language breakdown, explained by 
worsening cognitive skills. Sociolinguistic studies, from around the mid-1990s, 
rather emphasised remaining linguistic capabilities and assigned an important 
role to the patient’s environment in sustaining these abilities. 

Still, the question arises as to how realistically patients can be portrayed in 
their progressive decline, if they are meant to represent proactive characters. 
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Baker, in fact, cautions that celebratory agendas frequently emphasize the 
higher-functioning individuals, while excluding those who appear less capable.™ 
Accordingly, the argument could now run that the condition of Mummendey’s 
narrator or Dibdin’s protagonist simply had not gone far enough so that 
these patients could still be presented as active. In line with sociolinguistic 
approaches to dementia, psychologist Steven R. Sabat would, I believe, counter 
this objection, arguing that patient understanding comes down to appreciating 
remaining abilities and to figuring out how those abilities ‘can be recognized and 
supported by others.” Martin Suter appears to take this issue to heart in Small 
World (1997), while similarly broaching the topic of improved patient-centred 
care.” 

The Swiss writer credits a vulnerable patient with continued abilities, even 
though Konrad Lang is much less able than Rosemary Travis to perform theory 
of mind. Without dedicated support, the secret Konrad holds would not be 
revealed. At the same time, the disease trajectory drives the plot: the mystery can 
only be uncovered once Konrad accesses his earliest childhood memories (51). 
Miriam Seidler considers Konrad to be a flat character, because his condition 
represents the continuation of his lifelong subjection to the stepmother.” But 
he is at the centre of all other characters’ attention. The matriarch Elvira Senn, 
‘alarmed by his detailed memories’ (45), wants to murder him before he can 
reveal her crime; his stepbrother Thomas tries to escape him because Konrad’s 
detailed memories make him doubt his own cognitive abilities; and Simone, the 
young wife to unfaithful Urs, Elvira’s heir, focuses her caring instincts on Konrad 
once she notices the growing tension in the Senn clan. 

Related to Simone’s efforts, a large part of the narrative explores Konrad’s 
recovery of memories, particularly in response to the study of photographs from 
his own past. This therapeutic approach had featured in the clinical literature 
since the mid-1990s, and was part of what developed as patient-centred care 
towards the turn of the century.°* Together with Simone, the reader sides with 
Konrad, who needs ‘to be treated like a human being’ (23), rather than sent 
to a nursing home. Simone arranges for highly qualified day- and night-care 
personnel, a dietician, physiotherapist, occupational therapist and a neurologist 
in the Senn villas guesthouse. Konrad ‘blossomed’ (170) from the first day in 
this caring environment, ‘showing longer phases of presence, improved ability to 
concentrate and communicate’ (171). As care becomes key to Konrad’s memory 
recall, the reader becomes privy to the crucial need for patients’ dignified care. 

Accomplishing the ‘fusion of the popular in terms of subject, audience, and 
form, a piece of detective fiction could impart this message on a much larger 
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scale than caregiver manuals like the revised 1999 edition of The 36-Hour 
Day could do with its ‘Guidelines for Selecting a Nursing Home’ (464-75).” 
Dementia detective fiction was, in its reach as much as in its cognitive 
approach, the cultural reflection of two trends: significantly intensifying 
dementia research and an expanding body of interdisciplinary work centred 
on cognitive sciences. 

In the final section of this chapter, I show how patients themselves attempted 
to influence the dementia narrative at the interface of science, medicine and the 
arts towards the turn of the century; how they located themselves in a slowly 
changing atmosphere that credited them with continued capabilities; how they 


fashioned their ‘return from the living dead’ 


Who Will I Be When I Die? Patient life- 
writing around the year 2000 


For Christine Boden, writing Who Will I Be When I Die? (1998) is her reaction to 
the fact that ‘sufferers seem to be ignored - on the assumption, perhaps, that we 
are “too far gone” to care!°' She is mindful that there are not many books written 
by people with Alzheimer’s disease, ‘as generally they tend not to be aware of 
their gradual deterioration, nor to be able to document the changes happening 
to them. There are several written by carers, she emphasizes, but these ‘have a 
very different perspective’ (ix-x). 

As part of a slowly growing body of patient life-writing, Boden’s narrative 
strongly emphasises the patient’s continued agency and voice in a discourse that, 
for twenty years, had been dominated by the caregiver's view of the patient as 
passive. Eleanor Cooney and Margarita Retuerto Buades perhaps told narratives 
of the patient as living dead, because they experienced the loss of a parent or 
partner. At the same time, accounts about a patient can perpetuate ideas of the 
patient’s social death, because the existence of these accounts per se embodies 
the unspoken assumption that the patient is unable to communicate. Only 
once patients began to occupy centre stage in fictional texts did their autonomy 
and independence become more visible. The emphasis on self-determination 
in these texts is shared with that in patient accounts which appear towards the 
end of the century. Written with the purpose of self-affirmation in a cultural 
climate that hails cognitive prowess, the tone and intent of such life-writing 
significantly differ from that of genre fiction. But like the examples of detective 
fiction I discussed, these texts imply that Alzheimer’s disease is not necessarily a 
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condition of loss alone and restore patients’ narrative and social identity.” They 
emphasize ‘that the self persists in dementia.” 

Who Will I Be When I Die? affirms the patient’s continued personhood, just 
like the three early patient accounts introduced in Chapter 4 - Robert Davis's 
My Journey into Alzheimer’s Disease (1989), Diana Friel McGowins Living in 
the Labyrinth (1993) and Larry Rose’s Show Me the Way to Go Home (1996). 
Like Davis, McGowin and Rose, Boden challenges the perception of patients 
as losing the plot and needing to be written for. But she goes further in her 
direct negotiation with objectifying healthcare practices and in her claim on a 
say in healthcare policymaking. In particular, Boden’s demand for the patient to 
be seen as a person with continued identity and voice strongly resonates with 
contemporary biopsychosocial approaches to Alzheimer’s disease, approaches 
that attend to the biological, psychological and social dimensions of the 
condition and inform interaction with the patient. At the same time, Boden’s 
narrative illustrates how the patient’s voice continued to be squeezed between 
popular concepts of the condition as performance-limiting and societal images 
of Alzheimer’s disease as pertaining to old age: diagnosed with Alzheimer’s 
disease in 1995, at the age of 46, the Australian civil servant felt ‘far too young to 
get an old people’s disease’ (3). 

Reading Boden’s account in the context of the growing interest in narrative 
in medicine and healthcare in the 1990s shows how the growing attention to 
discourse analysis by healthcare professionals and linguists began to change 
the view of the patient, as patients themselves asserted their continued identity 
in reliance on an organic understanding of their condition. Boden’s wish for 
patients to be treated ‘very much as people, not just as medical cases’ (31) 
matches concerns, raised by medical humanities and bioethics scholar Kathryn 
Montgomery Hunter in 1991, about ‘the professional shortsightedness that sees 
maladies rather than people as the objects of medical attention.“ Boden voices the 
value to the patient of an empathetic doctor, when she illustrates her encounter 
with the practitioner, who provided a second opinion on her diagnosis: “He sat 
behind a desk in a small but comfortable office, listening, asking, rather than 
expressing immediate opinions and statements’ (8). This characterization of 
a clinician comes close to Rita Charon’s later depiction of narratively trained 
medical doctors, who should ‘donate [them]selves as meaning-making vessels 
to the patient.® It also underlines Bodens continued ability meaningfully to 
articulate herself - a perspective taken up by Malcolm Goldsmith, who asserts 
that ‘communication with people with dementia is possible’ and advocated by 
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healthcare professionals such as the Australian nurse Julie Goyder, who seeks 
time for conversation with her patients. 

As early as 1987, social psychologist and gerontologist Tom Kitwood (1937- 
1998) had propagated ideas of a ‘malignant social psychology’ that amplifies 
the ill-being of individuals with dementia.” In Dementia Reconsidered (1997), 
Kitwood contended: ‘Alzheimer victims, dements, elderly mentally infirm - 
these and similar descriptions devalue the person, and make a unique and 
sensitive human being into an instance of some category devised for convenience 
or control’® These concerns invited the patient to take control of developing a 
counter-discourse. And patients were, indeed, beginning to achieve a real shift in 
perspective. Goldsmith cited earlier patient narratives - Davis’s My Journey into 
Alzheimer’s Disease (1989) and McGowins Living in the Labyrinth (1993) - and 
Boden, in turn, praised Goldsmith's study for his attention to patients’ accounts 
in her second narrative (she was by then remarried and called Bryden).® In this 
awareness, Boden becomes an instructor herself, directly addressing the reader 
and caregiver with the claim that proper care and support can turn patients into 
proactive people: Dont hide us away - involve us, let us still experience the joy 
of living, with the help of your memory, your abilities, and your patience’ (53). 

Boden strongly relies on an organic definition of the disease as explaining 
behavioural changes. Her account builds on the understanding that ‘some 
cells of the brain become diseased and tangled, confused and no longer able to 
function. The cells affected are those making up our personality, our behaviour, 
our thinking, our memory’ (51). She uses such descriptions to emphasize that ‘we 
are not mad, but sick’ (169). In this way, she attempts to claim back (as in many 
pathographies of the 1990s) the grounds for the patient’s individuality within the 
process of biomedical labelling.” Boden’s claim is especially noteworthy because 
it highlights her struggle to position herself between a materialist explanation 
for her symptoms and an appreciation of her identity through a whole-person 
approach. She fears the reductive nature of the former, wondering whether her 
remaining personality would still be recognized as an entity separate from the 
condition. At the same time, she is afraid of potential stigma entailed in whole- 
person approaches, because she could be reduced to an unpleasant person 
grown old. 

Boden clearly acknowledges: ‘I have lost that vibrancy, the buzz of 
interconnectedness, the excitement and focus I once had. I have lost the passion, 
the drive that once characterised me. I’m like a slow motion version of my old 
self - not physically, but mentally’ (49). That a patient in 1998 should adopt 
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the century-old language of loss and decline brings out how difficult it was for 
individuals with dementia to assert themselves authoritatively without having 
developed a language of their own. More so, it brings home the core of the 
patient’s experience. Alzheimer’s disease is a condition that imparts feelings of 
losing one’s self - as Auguste D. had told Alois Alzheimer in one of her many 
interviews: ‘I have, so to say, lost myself”! Boden fears ‘that slowly there might be 


> 


less and less of “the old me”’ (47). In the face of this imminent loss, Boden shares 
the understanding that a patient’s lived past structures their illness experience in 
the present. This perspective formed the core of the psychosocial efforts made by 
Kitwood and the Bradford dementia group - and informs patient-centred care 
to the present day.” Asserting her unbroken identity and personhood despite 


Alzheimer’s disease, she explains: 


These memories form the kaleidoscopic perspectives of all the many expressions 
of my being over my lifetime: as a child, daughter, grand-daughter and sister, 
as a student and young adult, as a wife and mother, as a friend, as a researcher, 
an editor, an information officer, policy manager and senior public servant, as 
a member of St George’s church and a Cursillo team member, and as a writer of 
this book. (49-50) 


This statement imparts the central claims made by geriatricians and psychologists, 
who increasingly advocated whole-person approaches to dementia, namely that 
‘people should be treated as wholes, with attention not only to their biology, but 
also to their psychology, their social and ethical concerns, and the cultural and 
spiritual aspects of their lives.” 

Itis exactly Boden’s spirituality around which her understanding ofa continued 
identity and biography centres. This understanding helps her to give an account 
that entirely offsets Arthur Frank’s view of Alzheimer’s disease narratives as 
representing ‘chaos’ narratives.” Boden’s telling about her ‘emotional, physical 
and spiritual journey with Alzheimer’s disease’ (ix) underscores how little she 
is ““losing it”’ (58, 60, 65), how much she is aware of a plot in her life. The 
journey myth Hawkins identified in much illness life-writing does not easily 
hold for people with dementia, since the illness experience is one of no return, 
into darkness.” Except that Boden explicitly pictures her illness as ‘an adventure 
into the unknown (85). The narrative’s final part, “Thank God God’s in charge’ 
(125-46), is Boden’s life review as much as it is her search for continuity in a life 
history disrupted by illness. 

Like the Miami pastor Robert Davis in My Journey into Alzheimer’s Disease 
(1989), Boden sees continuity in her growth as a Christian within and through 
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her illness. She considers her purpose in life to be ‘to explain Alzheimer’s in a way 
that lots of people might be able to understand this physical disease’ (137). By 
integrating her condition into a belief system, she deflects, as Claude Couturier 
would do in Puzzle: Journal dune Alzheimer (Jigsaw: Diary of an Alzheimer’s 
patient) six years later, any responsibility for her condition. Couturier lifts the 
cause of her memory loss onto a literally unreachable level, when she expresses 
the hope that ‘God at least knows what becomes of my lost neurons and that, 
above all, he makes good use of them.” This is an important step if we consider 
that notions of self-infliction emerged in epidemiological research at this time 
and how genetic and visual evidence was seen as equating patients as specimens 
to their very illness. 

The dualistic purposes of Boden’s narrative position her text at a turning 
point in dementia life-writing: the move from assertions of biographical 
continuity to increasingly sophisticated purposes in the new century.” More and 
more, patients presented themselves as authority on and within their condition. 
Christine Bryden’s most recent Will I Still Be Me? (2018), for example, reads 
like a manifesto for the patient’s continued sense of self in the lived experience 
of dementia.” As such, people living with dementia first relocated themselves 
at the centre of a cultural dementia discourse, supported by a growing interest 
in psychosocial approaches to the condition; and thereafter they repositioned 
themselves in a healthcare discourse. But although vocal writings like Bryden’s 
are on the increase, this shift continues to be slow in coming. Wendy Mitchell's 
very recent experiences suggest exactly this. Diagnosed with dementia at the age 
of 58, Mitchell had been working with the British National Health Service for 
twenty years, but still cannot get the support she needs. “What chance do others 
with dementia have?’ she wonders; ‘I still have a valuable contribution to make 
and I’m not ready to write myself off?” 

In an environment of multiplying patient assertions, from around the turn 
of the century, more and more caregivers incorporated accounts by the told- 
about patient within their narratives - a phenomenon mirrored in fiction where 
caregiver and patient become narrative equals. In Wolfgang Held’s Uns hat 
Gott vergessen (God has forgotten us; 2000), for example, fictional diary entries 
alternate between the husband Markus and his wife Monika with dementia. Or 
take one of Ulrike Draesner’s short stories. The reader plunges into a patient’s 
ruminations, piecing their meaning together only once the narrative voice shifts 
to the caregiver in the second half of the account.® One of the earliest caregiver 
memoirs of this kind was Kim Howes Zabbia’s Painted Diaries: A Mother and 
Daughters Experience through Alzheimers (1996).*' Zabbia includes entries 
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from Lou Howes’ notebook, which she kept from the time of her diagnosis to 
‘record her feelings and her constantly changing symptoms’ (54). In essence, 
these entries trace, as Vaidehi Ramanathan notes, ‘a mental disappearance 
[which] is an analogy of death but far worse, for while the body lives some 
sense of an “essential self” has gone.” Zabbia herself offers an alternative view 
on the condition not only by letting her mother speak for herself. She develops 
the story of caregiving in parallel to her struggling to excel as an artist, in 
which she gains support from her mother, ‘soak[ing] up some of her positive 
attitude’ (139). Similarly, Reeve Lindbergh offers extracts from the pilot's former 
writing in No More Words: A Journal of My Mother, Anne Morrow Lindbergh 
(2001); Elinor Fuchs includes snippets of conversations with her mother at the 
beginning of each chapter in Making an Exit: A Mother-Daughter Drama with 
Alzheimer’s, Machine Tools, and Laughter (2005); and Arno Geiger reports page- 
long conversations with, and aphorismic wisdom imparted by, his father in Der 
alte König in seinem Exil (The old king in his exile; 2011). 

The cultural fascination with the visual helped these developments. Zabbia 
wanted to paint what her mother felt (124), supplementing her book with 
drawings about the stages of her mother’s condition, drawings which she herself 
described as ‘art with an emotional impact’ (73). Jeannette Montgomery Barron, 
in turn, published a kind of fashion diary of her mother. Each double page shows 
an item of clothing or accessory of her late mother, accompanied by Barron’s 
personal reflections on the opposite page. These reflections tell of Barron having 
‘missed her [mother] for years before her death.” At the same time, this memoir 
celebrates the mother’s life: printed on glossy paper throughout, Eleanor Morgan 
Montgomery Atuk comes to life on every page as Barron tells of her mother’s 
love for a particular piece of clothing or a special occasion when a sparkling 
accessory was used. Similarly, Phillip Toledano records Days with My Father 
(2010), the photographs focusing on interaction with, rather than the passive 
portrayal of, the parent. 

In the wake of a growing body of patient life-writing, patient portrayals would 
become more identity-affirming, both in textual and visual representations, with 
photographs shifting (though not exclusively) the emphasis from chronicling 
to moment-in-time recording. An increasing body of artistic work concerned 
with Alzheimer’s disease, inter alia, in the framework of exhibitions, as well as 
attention to late-life creativity further enhanced a dualistic perspective at the 
turn of the new century.” By contrast, I am not aware of contemporaneous visual 
productions by caregivers that centre on brain recordings that imaging studies 


produced. Considering their increasing presence in popular science writing and 


Neurotechnologies, Narrative and the Failing Mind 129 


mass media reporting, I take the carer’s choice not to rely on raw medical scans 
as further evidence of the identity-affrming dimensions increasingly found in 
visually enhanced caregiver writing. 

But in making these arguments, I would caution that an ambivalent or more 
positive interpretation of visual representations is perhaps only possible once 
the beholder of these images is aware that a shift in cultural discourse is taking 
place - or, as John Berger puts it, ‘the way we see things is affected by what we 
know or what we believe. Already in 1991, Kathleen Woodward had claimed 
that ‘socially, politically, physically - the meanings of old age are changing. 
On the whole our literary tradition has lagged behind, continuing to produce 
predominantly dark portraits of aging.” Both Dibdin’s portrayal and Bodens 
narrative illustrate the dichotomous terms in which dementia increasingly came 
to be understood - at a time when scientific research correlated visual brain 
recordings to the patient’s cognitive loss, as caused by guilty genes, articulated 
in failed network concepts and recounted in a growing body of caregiver life- 
writing. We first beheld such ambivalent views in relation to redemptive takes 
on forgetting in some caregiver narratives of the 1990s, and I consider this 
growing sociocultural ambivalence towards the condition in more depth in the 
final part of this study. 
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Part IV 


Ihe whole-person prospects 
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The dichotomy of Alzheimer's disease 


On Christmas Day 2014, the latest film by actor, director and producer Til 
Schweiger, Honig im Kopf (Honey in the head), was released in German 
cinemas.! The movie is about a character called Amandus Rosenbach (Dieter 
Hallervorden) and his granddaughter Tilda (Emma Schweiger) who are 
travelling from Hamburg to Venice, where Amandus and his late wife had 
spent their honeymoon. In picturesque nature shots the sun is seen shining, 
the beautifully arranged mise-en-scéne focuses on the characters’ smiles and 
the rhythmic score carries the audience away. Building on thirty years of public 
learning about Alzheimer’s disease, the film works by merely hinting at the 
patient's disorientation in stock scenes: the hand fumbling with a door knob, 
the shaving foam being squirted onto the tooth brush, the aimless searching 
for the correct word. By the same token, the movie spares us the later stages 
of the condition: incontinence, aggression, disintegration. More precisely, from 
the moment Amandus does ‘lose it; meaning that he does not recognize his 
granddaughter any longer (1:58:07), Tilda becomes the narrator (2:01:21). She 
has told the story all along, but we become aware of the retrospective nature of 
her account only when Tilda speaks about her grandfather’s final happy years 
in the closing minutes of the film. Emotionally charged slow motion artificially 
extends these joyful times: Tilda’s mother takes time off work so that Amandus 
can stay with them, and Tilda’s father spends more time with the family. 
Schweiger’s film avoids a deeper consideration of caregiver strain, both 
physical and emotional. Instead, loss and decline are experienced by others: the 
patient shooting with a stolen police gun (12:03), the patient pushing the 
ignition button to set off a firework display at a garden party (56:21), the patient 
driving the son’s car (01:10:05) - all these scenes create mayhem. They produce 
‘fireworks’ in a comedy that additionally relies on a number of sexist and 
misogynistic clichés: the laid-back son with a high-powered job, the stressed-out 
daughter-in-law with no sense of humour and her disgracefully ageing mother 
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with inappropriate sexual drive. Amandus cracking jokes about doing sums 
in a cognitive testing interview (50:51), or insinuating the sexual symbolism 
of a cucumber in conversation with a nun (1:47:40) show Hallervorden as the 
slapstick comedian well-known to the German audience - merely grown old 
himself.* Given the cinematic memory of the audience, as Raquel Medina would 
put it, viewers feel all the more emotionally involved in the fate of Hallervorden’s 
Amandus.’ Contrary to what Sally Chivers importantly observes for mass media, 
literature and film, Schweiger does not use Alzheimer’s disease as a magnifier of 
what people fear most about old age, namely that it ‘could manifest itself... in an 
apparent loss of sense and self** Hallervoden’s Amandus has freedom of spirit, 
lives in the moment and enjoys life. Memory loss - any kind of loss - does not 
centrally define him. 

Schweiger’s film was a blockbuster success in Germany. It continued to be on 
screen eight months after its release, with television talk shows discussing the 
condition in binary but lively terms.° The film can be criticized as commercially 
exploiting the socio-economically pressing topic of Alzheimer’s disease in 
a summer’ fairy tale for the big screen during the touchy-feely Christmas 
period. As a comedy, the film lacks any sense of social reality, as Joachim Kurz, 
who lost his own father to Alzheimer’s disease, asserted in a column for the 
internet presence of German arthouse cinemas.‘ In response to such criticism, 
Schweiger explained that he wished to complement the perspective taken by 
David Sieveking’s Vergiss mein nicht: Wie meine Mutter ihr Gedächtnis verlor und 
meine Eltern die Liebe neu entdeckten (Forget me not: How my mother lost her 
memory and my parents rediscovered their love) two years earlier, a big-screen 
documentary which had drawn attention to the condition and different ways of 
approaching care and end-of-life choices.’ 

This cinematic context cannot sufficiently explain how a dementia patient 
could feature centre stage in a big-screen comedy. Honig im Kopf sits with a 
large body of feel-good films about spirited ageing - including Jon Turteltaub’s 
Last Vegas (2013), Dan Fogelman’s Danny Collins (2015), Nancy Meyers’s The 
Intern (2015), Zach Braff’s Going in Style (2017), Roger Goldby’s The Time of 
Their Lives (2017) and Bill Holderman’s Book Club (2018) - many of which 
reveal the favouritism towards aged men that Chivers observes in mainstream 
cinema.* But given how strongly concepts of loss and decline have dominated 
the cultural dementia narrative across the twentieth century, Schweiger’s move 
must be further contextualized. The final part of this study is concerned with the 
question of where the disease and its sufferers are located in the first two decades 
of the new century. 
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Writing about the immediate present precludes truly historical considerations. 
However, key concepts can nevertheless be seen developing in medical science, 
healthcare and cultural representations, even though some of these may not be as 
durable as what I have referred to as the organic paradigm or the cognitive picture. 
Schweiger’s film is both a product of and a reflection on some changes that have 
taken place since the start of the new millennium. These changes are partly rooted 
in postmodern views of the condition as I have illustrated them in Chapters 4 
and 6. They are also carried by a rapidly growing marketplace that continues 
to develop around the condition, especially in rich societies. This marketplace 
both creates and responds to the priorities of the ultimate consumer - patient, 
caregiver, the health services, society at large and whoever feels threatened by 
ageing-related memory loss. It is a space inhabited by various domains that 
are concerned, each in their different ways, with dementia: laboratory science, 
the medical clinic, literary scholarship and the human sciences more broadly, 
as well as cultural productions themselves. And every single domain is subject 
to economically driven deformations that skew the images and concepts of 
dementia that this domain projects. This chapter illustrates the increasing fluidity 
of present-day medico-scientific, healthcare and wider cultural concepts of 
dementia in this marketplace. 


Immunization hope and hype: ‘The patient as non-responder 


Following the rise of immunology as a research discipline in the 1970s, a 
large number of long-identified conditions were redescribed in the 1980s as 
dysfunctions of the immunity.’ The possibility that Alzheimer’s disease may be 
caused by infectious agents like a virus or an abnormal regulation of the immune 
system was also explored. With the amyloid hypothesis steadily gaining ground, 
immunological reasoning led researchers to pursue the idea that amyloid could 
be tackled as if it were an infectious agent - a pharmacological approach that 
aimed to fulfil the vision of Selkoe and others, introduced in Chapter 5, namely 
that ‘blocking of amyloid will be a therapy. Accordingly, immunological 
thinking explored the possibility of ‘lowering the burden’ of amyloid with a 
strategy against its production and accumulation." This rationale introduced 
immunological notions of flexibility and spontaneity into the medico-scientific 
writing about Alzheimer’s disease, which, I argue, caught up with budding 
cultural concepts of the patient as active. Disappointing drug trial outcomes, 
however, left patients all the more vulnerable, pushing them back into a position 
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of passive objects of pity waiting for a cure. Pharmaceutical moves happening 
in the wake of these failed trials in turn reveal how scientific investigations 
themselves were increasingly driven by societal and cultural expectations. 

First research results were based on the concept of what is termed ‘active 
immunization, a strategy that challenges the patient’s immune system to produce 
an active response against a pathological agent within the body (in this case 
amyloid). The results were collected in a murine model of neuropathological 
features of the condition and published in 1999.” The paper’s language conveys 
the initial enthusiasm for the expected potential of this therapeutic approach. 
Moreover, its reception by the media bore witness to two developments: a 
transient conceptual shift in how the general public heard and read about the 
condition and an ever-stronger reach of scientific research into the mass media, 
met by the public's growing interest in the disease. The study’s outcomes led the 
authors, based in the pharmaceutical industry, to present the new therapeutic 
agent as ‘disrupting’ plaque formation and blocking the pathology (175). The 
clinical recipient of this treatment was understood actively to develop a reaction 
against amyloid. 

In other words, immunological strategies put amyloid on a par with infectious 
agents against which the body could mount an active response. They figured 
Alzheimer’s - along with diseases such as cancer and infection - as a beatable 
condition. This transformed the image of the patient as victim of a killer disease 
to one enjoined to fight. Anthropologist Emily Martin observes how, during 
the 1990s, most scientists described the immune system in terms of ‘the body 
at war and a ‘communication system’ in which various elements ‘orchestrate’ 
cells and ‘recognize’ enemies; ideas of ‘flexibility’ and ‘individuality’ prevailed.” 
Such notions were contrary to earlier concepts of communication breakdown 
in Alzheimer’s disease. They conveyed an understanding of the patient as 
active, just as Christine Boden fashioned herself. They credited the patient's 
body with characteristics that the wider cultural context linked to those of a 
postmodern self. 

Ideas of a postmodern self include that of a self’s fragmentation and 
dislocation as much as its spontaneity and flexibility. Like David B. Morris, I use 
the term ‘postmodern’ here to identify the comparatively coherent period in the 
development of rich societies in the West after the Second World War, ‘a period 
of rapid transition when values and styles are losing their familiar shape, and a 
social force that evolved in negotiation with these changes.'* As Arthur Frank 
argues, these changes also touched on illness. “Ihe postmodern experience of 
illness begins, Frank writes, ‘when ill people recognize that more is involved in 
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their experiences than the medical story can tell! He then goes on to remark on 
the availability of ‘rhetorical tools and cultural legitimacy’ as necessary for the 
patient’s successful expression." 

With Frank’s argument in mind, we could take the increasing postmodern 
drift as providing both tool and legitimacy for patients credibly to tell their illness 
experience. The first patient narratives - such as Robert Davis's My Journey into 
Alzheimer’s Disease (1989) and Diana Friel McGowin’s Living in the Labyrinth 
(1993) - were coherently plotted. They were considered to be inauthentic 
because, as Anne Davis Basting argues, they described rather than performed 
the illness.’* In support of her view, Jesse F. Ballenger expressly terms patient 
accounts postmodern when they tell their story not in a ‘conventional’ manner, 
that is, not in a traditional, well-structured chronological arrangement.” Terry 
Pratchetts television documentary Living with Alzheimer’s (2009), directed 
by Charlie Russell, is a case in point. Shooting times could be adapted to the 
writers moment-in-time acuity; and episodic reflections portray Pratchett 
as a spontaneous moderator and presenter.'* Christine Bryden’s Dancing with 
Dementia: My Story of Living Positively with Dementia (2005) articulates such a 
spontaneous postmodern identity more fully than her earlier account Who Will 
I Be When I Die? (1998). The combination of politically charged essay sections 
with accounts of her frequent travels acknowledges a short attention span 
and resulting fragmentation of thought. The same is true for Richard Taylor's 
collection of essays, Alzheimer’s from the Inside Out (2007). Their length rarely 
exceeds two to three pages, but their poignancy regarding, for example, ‘nude 
mice, ‘a shell filled with Alzheimer’s’ or ‘feelings of insecurity’ made Taylor a 
prominent patient activist.” Finally, the general public’s ideas of the immune 
system included images of ‘dancing or playing, rendering Bryden’s choice of title 
particularly meaningful.” 

In summary, the pharmacological language related to medico-scientific 
ideas of Alzheimer’s as a condition that could be tackled in immunological 
terms caught up with, perhaps even sanctioned, what the cultural realm had 
already worked out: that the patient had continued agency and was active 
and performing. I do not suggest that these research approaches redefined 
the condition’s pathogenesis.* But immunological thinking in relation to 
therapeutic strategies introduced language which holds out the possibility of 
‘blocking’ or ‘counteracting’ the threat from a terminal disease. This is shown by 
how the media reacted to the data presented by Schenk and colleagues. In the 
New York Times, for example, the results were ‘hailed by scientists as a landmark 
achievement in the battle against Alzheimer’s.” In the same article, a professor of 
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neurology considered immunization ‘a radical innovation, and the chairman of 
the scientific and medical advisory board of the Alzheimer’s Association judged 
the findings ‘really exciting: 

So, immunological approaches to Alzheimer’s disease shifted the condition 
away from its finality in pharmacological terms, and these concepts began 
to be picked up by the media. As already mentioned, with Bruno Latour, we 
should take the scientists reach into the mass media as part of the strategies 
that champion the sale, belief in and spread of findings.” But such interaction 
becomes problematic when research results cannot deliver on the hopes held 
out - in this instance, the drugs safety, tolerability and efficacy in trials with 
human subjects. These trials, conducted between 2001 and 2003, revealed that 
cognitive testing scores remained unchanged, that a considerable number of 
subjects ‘did not mount an immune response’ to the drug.” These sobering 
outcomes left patients all the more vulnerable: they became increasingly exposed 
to the ups and downs of medico-scientific research and exaggerated reporting - 
a situation which was also influenced by distorted academic press releases as 
the pressure on science to find a cure continued to mount.” In addition, earlier 
notions of self-inflicted illness appeared to be enhanced by the patient’s failure 
to respond. 

Since the early to mid-2000s, a second line of investigation explored the 
benefits of passive immunization. This strategy does not rely on the body’s active 
response, because an agent raised against the disease-related amyloid within the 
body is injected directly. In her novel Still Alice (2007), the trained neuroscientist 
Lisa Genova reflects on the patient’s and caregiver's dilemma in relation to these 
drug developments.” Once an eminent professor in psycholinguistics, 50-year- 
old Alice Howland has to accept that the ‘ability to use language, that thing that 
most separates humans from animals, was leaving her, and she was feeling less 
and less human as it departed’ (270). As well as reducing mind to brain as other 
neuronovels, Genova’ narrative additionally relies on socioculturally sanctioned 
stereotypes of science versus arts, male versus female, rational versus emotional, 
healthy versus sick. This polarization ultimately gears up towards a staging of 
the all-or-nothing promise of these new drugs. At the centre of her text, Genova 
introduces the fictional agent Amylix, which it is hoped will ‘prevent the disease 
from progressing further’ (139). Alice must decide whether to be included in a 
further trial of Amylix. Her husband John is not in favour of this option. A high- 
flying biomedical scientist himself, he has been living (just like Alice) with the 
conviction that ‘anyone could be seduced by research when the results poured 
in. The trick was to love it when the results weren't forthcoming, and the reasons 
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why were elusive’ (28). That John now prefers an established combination of 
drugs, rather than helping the cause of science, tells of the helpless situation 
he is in as the caregiver who loses his partner in life. Alice, in contrast, tries to 
‘think analytically about her treatment options, arriving ‘at a single, crisp image 
that made sense. A shotgun or a single bullet’ (141). She opts for the trial. As 
she puts it to John, this ‘isn’t your one shot. You're brilliant, and you don’t have 
Alzheimer’s. You're going to have plenty of shots’ (234). As a patient, Alice does 
not have anything to lose, because the diagnosis has already determined her end. 

Genova acknowledges both ‘Dr Rudy Tanzi and Dr Dennis Selkoe for 
an in-depth understanding of the molecular biology of this disease’ (x). It 
is, therefore, unsurprising that her image should echo Tanzi’s concept of an 
amyloid-directed inoculant as ‘magic bullet’ in his Decoding Darkness (246). 
This link, like Genova’s novel itself, points to the increasing confluence of 
dementia representations in a growing marketplace - a marketplace of service 
users as well as for accounts about dementia. Medico-scientific, popular and 
cultural representations all closed in on the same concepts and disappointments. 
For John, the story ends in tears as he reads the lead article of the New York 
Times Health section, entitled ‘Amylix fails trial’ (287). Alice, by now looked 
after by a professional caregiver, continues to live at home together with one 
of her daughters. For the reader, the story ends on a redemptive note, as Alice 
cradles her newborn grandchild and we gather her continued ability to read 
other peoples emotions. Sarah Falcus believes that the ‘intimate experience 
of Alice’s emotional, physical and intellectual states encourages the reader to 
construct and reconstruct Alice so that she remains not static, but still Alice!” 
And Rebecca A. Bitenc finds that ‘Genova highlights what frequently persists 
even in the last stages of dementia: the emotional and sensual aspects of 
relationships that do not depend on higher-order cognitive functioning, and 
identifies narrative devices in Still Alice which convey ‘that no clear boundary 
exists between “self” and “loss of self”? But especially with the drug story in 
mind, I find it difficult not to agree with Stefan Merrill Block who argues that, 
‘considering Alice's formerly inquisitive, type-A, tough-as-nails personality, this 
does not feel like “still Alice”. This feels like a transformed self’? 

Two years after Genova’s fiction, the outcomes of first clinical trials on 
the passive immunization prototype drug bapineuzumab were published 
(its mechanism of action being comparable to the fictional Amylix). Again, 
research found no significant differences in cognitive testing outcomes.” 
Despite ever-intensifying research, Alzheimer’s disease remained a condition 


with no cure in sight; in Genovas words, ‘molecular murder or cellular suicide’ 
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(1), with the patient its ‘victim’ (256). But, in comparison to the 1990s, the 
patient’s perceived loss was amplified several fold: by the pharmaceutical 
industry’s persuasive marketing of potential remedial interventions; by the 
mass media’s exaggeration of press releases; and by the general public’s so 
acquired common knowledge about the disease. I don’t argue that science 
and industry were driving a condemnable profit-oriented campaign. Latour 
has made it abundantly clear that scientific research can only truly flourish 
in a marketplace in which different disease hypotheses compete for financial 
support.” The issue at stake was that Alzheimer’s disease had reached an 
extremely value-laden prominence, and scientific research was expected to 
offer hope of deliverance from a condition which meanwhile had turned into a 
major public health issue and inspired fear in large parts of the population. This 
problematic situation is reflected in the claim made by William Thies, the chief 
medical and scientific officer of the Alzheimer’s Association, at the association's 
International Conference in Vancouver in 2012, and the research carried out 
in its wake. Thies maintained that ‘earlier detection of Alzheimer’s, greater 
knowledge of dementia risk factors, and better treatments and prevention ... 
are critical in order to create a future where Alzheimer’s disease is no longer a 
death sentence but a manageable, treatable, curable, or preventable disease.” 
A key trial with bapineuzumab, and two trials with its sister compound, 
solanezumab, terminated within two months of the conferences end, with 
researchers having to acknowledge that the agents did not have an effect on 
cognitive performance.” 

The film Still Alice (2014) does not broach the drug story at all, perhaps in 
view of the sobering appraisal of immunization-related strategies ten years 
after high hopes for an imminent cure had first been cherished.** Instead, the 
movie's energies - mise-en-scène, camera work and score - are all bent towards 
uncompromisingly depicting the disease progression of Julianne Moores 
Alice: her loss of orientation, awareness and language, and her helpless subjection 
to the clinical diagnosis of memory loss (19:06). If journalist and writer Charles 
A. Riley is correct that the ‘safest nomination bets for Oscar gold, year after year, 
are disability flicks, we cannot be surprised that Moore's performance earned her 
the eighty-seventh Academy Award for Best Actress. What Iam more interested 
in, though, is Moore’s acceptance speech on the occasion. Riley is convinced that 
such speeches zero in on the ‘victim, who is ‘momentarily blinded by flashbulbs; 
only to be forgotten weeks later.” Moore expressed the hope that the movie 
would ‘shine a light on Alzheimer’s disease; that it would make patients feel ‘seen; 
because ‘people with Alzheimer’s deserve to be seen, so that we can find a cure” 
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Within two weeks of the film’s appearance, news reported that fears ‘drive 
the middle aged to seek checks, affirming how the big screen can help raise 
awareness (while creating an alarmist atmosphere).” Yet, the awareness raised 
was for what the film scholar Lucy Bolton describes as ‘an incurable, humiliating 
nightmare through which we are transformed into a vision of the walking 
dead, locked into our own heads, unable to think or care for ourselves? The tie 
between the film’s monolithic take on Alzheimer’s disease and Moore’ call for a 
cure adeptly condenses the patient's loss as it is societally perceived in the second 
decade of the twenty-first century. It is no longer only the medico-scientific or 
sociocultural understanding of the patient’s loss of awareness, language and self. 
It is the absence of a cure that enhances this loss. This is especially the case 
in capitalist societies, where, according to Dana Lee Baker, we find an ‘almost 
completely unquestioned assumption of superiority of cure over care, as both 
are treated as parts of one overarching effort: to increase funding for medico- 
scientific research.” 

The political energy of the dementia patient’s pharmacological loss becomes 
apparent from the fact that researchers on solanezumab revisited the clinical data 
collected up to 2012, and in 2015 published a paper on secondary outcomes. John 
Abrahams study on policy-related components to pharmaceutical research can 
help explain this move: specific outcomes may selectively be emphasized to keep 
drugs in trial for longer after large sums of money have already been invested in 
their development.” Reviewing clinical data for obtaining secondary outcomes 
also is (as seen earlier in the medico-scientific history of the condition) a further 
example of how specialist knowledge establishes the parameters according to 
which it wants to see its research subject defined. Stratification of subjects in this 
revision now revealed, in patients with mild Alzheimer’s disease, less cognitive 
decline.“ These new findings were effectively taken as justification for claims 
like Thies’s that immunization might be beneficial especially in the preclinical 
stages of the condition.” By what Latour terms inventing new goals and interest 
groups, researchers began to turn to issues of prevention.’ Overlapping with a 
slowly rising cultural visibility of the early-onset Alzheimer’s patient, this move 
amplified concerns about health risks in the middle-aged. 

Arguments are being made that an earlier diagnosis enables patients to take 
a more active role, for example, in making their wishes known. But the film 
Still Alice depicts the deleterious consequences for the patient and her family 
of what it means to live with this diagnosis. The inheritable nature of the early- 
onset form of Alzheimer’s disease challenges an entire family, and the prospect 
of inescapable decline leads the patient to consider a radical end-of-life decision. 
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Alice's conviction, in both book and film, is telling: ‘Shed trade Alzheimer’s for 
cancer in a heartbeat ... There was the chance that she could wir (117; 34:59). 
The continued absence of a cure only enhanced awareness of the patient’s loss 
of memory, awareness and self, after immunological approaches and their 
representation in the media had begun picturing Alzheimer’s as a beatable 
condition. Even during a period whose fascination with postmodern ways of life 
both granted and legitimized the narrative tools for fractured selves, a patient 
like Bryden eventually had to ‘move away from the bright lights to a corner of 
the [dance] floor where the rhythm is slower and the music quieter, but still 
sweet. All I can do now is sit quietly and listen, and hope for a cure’*® 

In the meantime, patients continue to rely on care. But, as Dana Lee Baker 
points out, ‘public care is deliberately limited only to those in formally legitimated 
need ... Victim status is still often considered a necessary condition for provision 
of care.“ The 2014 UK initiative financially to reward general practitioners for 
every Alzheimer’s diagnosis made has caused controversy across the media, 
political parties and healthcare associations.” Living with the disease and its label 
for an extended period can be acceptable for patients and their caregivers only 
when the label Alzheimer’s no longer spoils the individuals social identity.“ That 
is, once sociocultural attitudes to the condition change - under circumstances 
that Schweiger depicts (undoubtedly too simplistically) in a world ruled by love 
and empathy.” But reflected against a century-long narrative of dispossession, 
decline and loss, significant changes are needed politically and institutionally 
to deliver on the transformative potential of love. In a first instance, attitudes 
towards the patient must become as unprejudiced as Tildas appreciation of her 
grandfather's continued identity outside memory loss and ageing as decline; and 
healthcare conditions must become more identity-affirming, if not celebratory. 
These are the issues I develop in the following two sections. 


La guardiana di Ulisse: The patient beyond forgetting in 
children’s literature and adult fiction of the new century 


The most salient feature of Honig im Kopf is that the story is told from the 
perspective of a child. Moving the child’s perspective from an underprivileged 
narrative space in a mother’s account (as I discussed in Chapter 4) to the big 
screen during peak viewing season - both for that fact, and that it took thirty 
years to take this step - is noteworthy. First and foremost, this move draws 
attention to what partly facilitated it: a growing body of dementia narratives 
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addressing children. In addition, that a dementia patient has become an 
increasingly prominent figure in books for children and young adults since the 
year 2000 is further evidence of the conditions popularization.” 

To some extent, this rise indicates changing caregiver support strategies. 
Many such books, like those published by the American Psychological 
Association, were intended as pedagogical tools for caregivers, whose ‘child may 
become stressed and anxious, especially as your family dynamics change‘. But 
in providing support for the caregivers in the middle, they recounted the 1980s 
and 1990s story of the grandparent whose ‘life and memories are leaving him’! 
They also brought the grandmother as an object of scrutiny to the child, closing, 
for example, on the narrating child’s observation that “Nana and I can both wear 
striped shirts and flowered pants, and it will be okay.’ Such an account portrays 
the child being read about as an American ‘improved self as Lisa Diedrich 
would say.” But at the same time, this narrative strategy perpetuates the 
concept of the patient as child, underpinned by the striking visual resemblance 
between grandparent and grandchild, including facial expression, head shape 
and clothing. Such stereotypic representation, so Mareike Hachemer observes, 
reduces these narratives to didactic texts, without leaving children any room 
to negotiate with their own grandparent’s otherness. But narratives about 
dementia for children have also begun rewriting the cultural dementia narrative; 
they offer the chance to ‘take a non-judgemental, unencumbered perspective 
onto a person, who is different.” Tilda inverts the adult version of Alzheimer’s 
disease, offering a vision that accepts the patient in all his peculiarity. For her, 
Amandus is on holiday. 

It has variously been argued that applying literary criticism to children’s 
literature demands an analytical consideration in its own right. Yet, I agree 
with the literary scholar Frank P. Riga that writing for children ‘will appeal on 
a number of levels, eliciting different responses from different readers.” This is 
the case, so Riga argues, because authors convey their message in both literal 
and figurative terms. Any supposedly simplified representation of patient and 
condition will tell the critical reader what is perceived to be the ultimate truth 
about illness and sufferer. I read Alessandro Borios narrative with these genre 
presuppositions in mind. La guardiana di Ulisse: Una malata di Alzheimer, un 
angelo e una domanda (Ulysses’s custodian: An Alzheimer’s patient, an angel 
and a question; 2006) brings home its social criticism to all groups of readers in 
the form of an allegory.” It can, despite being addressed to children, readily be 
critiqued as a rejection of contemporary society's lack of reverence for patients - 


for their identity and personhood, awareness and needs. 


144 ‘The Diseased Brain and the Failing Mind 


Cynthia Marshall illustrates how a story’s apparent resonance with a biblical 
passage will encourage readers to search for its deeper message.” Borio’s allegory 
makes reference to a specific biblical source, alludes to Greek mythology 
and incorporates poetic symbolism. These heighten the reader’s attention to 
imagery, especially because the narratives meaning - the guardian angel Ulisse 
Mantovani’s mission - is unclear from the outset. His name lets the reader foresee 
similarities to Homer’s astute hero. But moved to a contemporary allegory the 
Ithacan king’s plot-driving travels turn into Ulisse’s (and the reader’s) search for 
meaning. Ulisse is sent to Earth to watch over the Alzheimer’s patient Maria 
Merlo who, he has been told, is a custodian. Ulisse has to figure out why Maria 
must be protected and what she is custodian of. Focalized through Ulisse, this 
search for meaning drives the plot. Maria’s role on Earth is to preserve civilization 
and humanity that would be reflected in society’s attitudes towards patients like 
herself. 

Borio explicitly removes Marias condition from its limited meaning as 
memory loss in the elderly, making it merely a vehicle for a larger truth. Maria 
stands in for ‘individuals of all ages and origins’ with a common characteristic: ‘a 
deep suffering had signed them and now they lived in extreme, aggravated 
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weakness. They were all ... “almost vegetables”? (78). Borio’s invitation to 
revere those whose predicament obliterates any difference in age overlaps with 
Atul Gawande’s observation that the current cultural climate has eclipsed the 
‘veneration of elders. Gawande comments on the quality of the ‘waning days 
of our lives ... spent in institutions - nursing homes and intensive care units - 
where regimented, anonymous routines cut us off from all the things that matter 
to us in life.” Reflected against Gawande’s deliberations, Borio’s text revolves 
around the care for the patient. The power of Marias status as patient - her 
name signalling an intercessionary role in the Roman Catholic tradition of 
Borio Italy - is conveyed through the biblical source in Borio’s text, Abraham’s 
intercession for Sodom (Gen. 18.22-33). God will save Sodom from destruction, 
if only one righteous person can be found in the city (135-6). In Borio’s tale, 
then, ‘the only righteous people in the world ... are those whose condition 
outruns any possibility to sin, and on them rests the foundation of the world’ 
(82). As Borio assigns this world-saving importance to patients like Maria, he 
invites us to consider how that world revolves around the patient. 

Like Konrad Lang according to Miriam Seidler’s critique, Maria herself is a 
flat character, and it is only through Ulisse’s mind-reading (printed in italics) 
that we become aware of Marias shrunken world. Still, the emotions and 
behaviour of all other protagonists develop in negotiation with her. This helps 


‘The Dichotomy of Alzheimer’s Disease 145 


Borio to develop his social critique, because less emotionally complex characters 
provoke complex feelings in other characters, and such mental triangulation can 
‘question existing social hierarchies.® Marias son Francesco feels that his mother 
has become ‘her own tomb’ (19). This view induces him to place her in a nursing 
home, and so remove her from any contact with her grandchildren. Maurizio, 
in particular, misses his grandmother, because for him Maria’s memory loss has 
no negative meaning. It is around the reinstating of contact between grandchild 
and grandmother that the central message of Borio’s text revolves. But how can 
the contact between two characters without apparent social agency come about? 
With the help of an angel and an act of faith: Ulisse’s dream. 

It is in Ulisse’s dream that Maria and Maurizio are reunited; that Maurizio 
relishes his grandmother’s hug; that Maria becomes active storyteller. And the 
story she writes down for Maurizio is the plot- and meaning-driving fable within 
Borio’s allegory. Il girasole immobile (‘The static sunflower; 121-4) tells the reader 
how society should be thinking about the patient. Rebelling against the sun's 
lacking recognition of their undivided adoration of her, a field of sunflowers 
collectively decides that their gaze would no longer follow her rays. But in 
doing so, they become unpleasant and self-interested. In this climate of utter 
indifference, a new sunflower grows, who happily follows the sun’s trajectory. 
Challenged by the older sunflowers, this new arrival tells them: ‘For me, it is not 
important to know whether the sun is aware or not of my love, the fact alone 
of loving her makes me feel good, allows me to receive her vital energy that 
enlivens my colour and ripens my seeds’ (124). 

Literally becoming Borio’s take-home message, Maria’s letter is found, so 
arranged by Ulisse, in the armchair she occupied in Francesco's home. As a 
physically tangible object, Maria’s story becomes real for those who doubt the 
truth of dreams, the views of children and the authority of patients.° On hearing 
this fable, Francesco adopts a perspective similar to Maurizios. He sees his 
mother ‘like a person and not like an Alzheimer’s patient; and asserts that ‘people 
are much more than what they manage or do not manage to do, understand, feel 
or remember’ (129). In addition, Borio’s choice to tell a tale featuring an angel 
encourages the reader's creativity.” Or, as sociologist Luigi Berzano suggests, 
with the return of angels in cinema and literature, the world dominated by 
technology and rationality becomes recoloured.® In line with such a reading, 
Borio lets Francesco learn. He allows Maurizio to see his grandmother again. 
And, having trusted the authority of an angel in an act of experiential reading, 
we have learnt our lesson: we are able to see ‘something that resembled very 


much a smile’ (141) on Marias face when Maurizio finally hugs her. 
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The angel’s role in Borios fiction obtains added meaning when read against 
Jens Brockmeier’s reference to the Odyssey. For the scholar of psychology and 
philosophy, ‘the fascination of Homer's epic poem stems ... from its conjuring 
up the idea of simultaneously moving forward and backward in time.‘ Also 
Ulisse travels in time and space to collect memories of how Maria was in the 
past. These memories help Francesco to appreciate her in the present of her 
illness. But the reader does not access the past through Maria, and this helps 
Borio to remove dementia from notions of memory loss in the first place. Borio’s 
representation of dementia is more in line with recent work that emphasizes 
the natural function of forgetting and demystifies the idea that the brain stores 
everything.® Such a change in perspective, what Brockmeier terms ‘memory 
crisis, has developed since the 1990s, as archival notions of memory began to 
be questioned in social and cultural, literary and biological domains.“ Here, 
I see parallels to the changes in identity-preserving concepts of forgetting which 
Nicholas Dames detects in the nineteenth century, exemplified in Timothy 
Forsyte. This dynamic suggests to me that a cultural shift in relation to memory 
is essential to, and anticipatory of, a cultural change in understanding dementia. 
This shift is not only seen in children’s literature, but also in a growing body 
of adult fiction that portrays dementia as a mixed blessing: an opportunity for 
growth and fulfilment, or a condition that can help emotional healing because 
it entails forgetting. 

One recent example that loosens decades-old depictions of dementia is 
Andrew O’Hagan’s The Illuminations (2015). O'Hagan juxtaposes the story of 
Anne Quirk, a ‘wee lady ... [who] knows her own mind’ (105), with a growing 
sense of spatial and temporal disorientation, to that of her grandson Luke, 
who is out on a mission in Afghanistan, which had turned ‘their brains ... soft 
from months spent doing nothing’ (38). Later in O’Hagan’s narrative, it is the 
fighting and killing that ‘wears away at you, so that ‘there’s less of you every day 
... Less life. Less cause. Less morality. Less belief. Less judgement. Less energy. 
Less fucken hope. Just less’ (130). This language strongly echoes war-related 
imagery that became linked to the illness experience during the 1980s. However, 
O’Hagan strictly separates two narrative strands that are dominated by Anne and 
Luke, respectively, in their distant locations. In this way, he removes Alzheimer’s 
disease in general and Anne's condition in particular from such imagery. Once 
Luke returns from a mission gone wrong the two narrative strands merge. In 
the conviction that she is ‘losing parts of herself and gaining others’ (166), Luke 
identifies ‘a trace of something young’ (252) in his grandmother. The flexibility 
with which Anne interprets her past illuminates his own mind, because she had 
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‘preserved what she could of his young mind’s entanglements’ (255). Drawing 
on these insights, Luke eventually can ‘imagine a future less taken up with 
loss’ (265). 

To appreciate that the essence of one’s past is central to one’s identity in the 
present has been fundamental to much adult-child caregiver life-writing since 
the 1990s. In O’Hagan’s narrative the patient’s regression into the past becomes 
the healing anchor for the younger generations who run the danger of losing 
themselves in the traumas inflicted by a fast-living society. Don DeLillo takes 
a comparable approach in Falling Man (2007). He interlaces an account of how 
individuals grapple with the aftermath of the 2001 terror attacks forever etched 
in their minds with Lianne'’s fears of having inherited her father’s Alzheimer’s 
disease. In this way, the reader is led to associate the condition with redemptive 
aspects of forgetting. In essence, narratives like Borios and O’Hagan's suggest 
a view of Alzheimer’s disease less intricately linked to negative meanings of 
forgetting, even partly removed from memory loss. They also remind the reader 
that ageing and old age can embody life experience, wisdom and love. 

The concept of dementia as a mixed blessing evolved on the fringes of a 
cultural dementia narrative that continued to be dominated by notions of loss of 
self and life. It progressed alongside a rise in popular fiction whose success was at 
least partly carried by the unbroken fascination with all matters neurocognitive. 
Such fiction continues heavily to rely on archival concepts of memory. It 
develops stories of individuals who had been active in their past; and this past 
dominates both text time and narrative moves: the reader can only access it 
through and because of the patient’s increasing memory loss. Debra Dean, for 
example, draws out Marina's ‘slow erosion of self’; Samantha Harvey shows Jake 
as ‘gone’; and Emma Healey characterizes Maud as ‘cut loose. All three novels - 
Dean's The Madonnas of Leningrad (2006), Harvey’s The Wilderness (2009) and 
Healey’s Elizabeth Is Missing (2014) - play with the reader’s expectation that 
the patient lives on a rich (but emptying) memory; all headed bestseller lists; 
all were the authors’ debut novels. And this further illustrates how culturally 
current Alzheimer’s disease has become during the past fifteen to twenty years - 
culminating in its exploitation in a big-screen comedy. But unlike Honig im 
Kopf, many of these narratives appear to propagate the story of the living dead 
on a mass audience level, writing, like Dean, that ‘Marina herself has left ... It is 
all over but the waiting!” 

At the same time, however, this body of fiction has invited more ambivalent 
readings of dementia. There are gradually dualistic aspects to how the condition 
is viewed as a mixed blessing. Nicci Gerrard, for example, takes The Wilderness to 
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illustrate that ‘profound loss has a consolation, because Jake can forget his past.” 
In a similar fashion, Ian McEwan’s move to let Briony succumb to dementia in 
Atonement (2001) can be read in binary terms. For Laura Salisbury, it serves to 
‘displace the question of the unreliability of subjective memory ... with a material 
form of loss.” We could also read it as Briony’s final atonement after lifelong 
efforts to come to terms with her deception. Or, she ‘might not be unhappy - 
just a dim old biddy in a chair, knowing nothing, expecting nothing.” Such an 
increasingly ambivalent perspective is also found in a number of recent adult- 
child caregiver accounts, and I will now turn to exploring how this growing 


ambivalence proves relevant for healthcare considerations. 


Alzheimer mon amour: Healthcare changes and patient 
personality in contemporary caregiver memoirs 


On Monday I visited my godmother who has dementia. Her care home has 
flower-beds and seating at the front. But these are for staff and visitors. Residents 
have no way into the fresh air. They are imprisoned. It was a palaver to take my 
auntie through the security door to sit on the (too-low) bench. But outside the 
stifling day room circle of nodding souls, she brightened. 

Janice Turner, ‘I Dreamt of Greek Olives as I Fumed in Munich” 


Janice Turner’s frustration about the discrepancy between policy changes 
and their actual implementation strongly resonates with Scottish broadcaster 
and writer Sally Magnusson’s account of her mother’s dementia.” Magnusson 
particularly criticises ‘an under-the-radar culture of poor practice in a system 
never designed for the longevity we have created for ourselves’ (17) and brands 
‘the lack of empathy for confused patients and knowledge about their condition’ 
(183). Magnusson, who together with her siblings cared for her mother at home, 
further explicates Alessandro Borios idea of the patient as saviour of values, 
writing that ‘the ultimate guarantee of civilisation for any society in any century 
... is that every mind, every person, is regarded as equally precious’ (375). In a 
similar fashion, the Italian adult-child caregiver, Elena De Dionigi, emphasizes 
her father’s continued identity in the assisted living facility of Camelot. Her 
conjuring of associations with the legendary King Arthur locates Alzheimer’s 
disease in the realm between the real and the imagined. It calls the reader to 
see in the patient all that remains rather than what is lost, an interpretation 
encouraged also by the narrative's title, Prima di volare via (Before flying away), 
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which, like Maria Merlo’s surname ‘blackbird; alludes to the patients flying 
away.’° 

But perceptions of loss continue to permeate caregiver life-writing. Their 
presence brings home how difficult it is to establish new standards in dementia 
discourse as much as healthcare practice. Giovanna Venturino, for example, 
comprehends her parent’s condition as an expanding ‘sea of nothingness’; Nucci 
A. Rota writes about her mother-turned-child; and Donatella Di Pietrantonio 
sees her mother’s condition as one of ‘lost control.” Nicola Gardini, by 
comparison, describes the search for his father as a lifelong process that continues 
into his illness in Lo sconosciuto (The unknown; 2007). Such binary readings at 
least partly feed on, and also reinforce, celebratory aspects - and these have the 
potential to push healthcare approaches into new directions.” The relevance for 
healthcare considerations of this growing ambivalence is perhaps best put into 
words by Gawande himself: Weve begun rejecting the institutionalized version 
of aging and death, but weve not yet established our new norm?” 

In this section, I explore what this new norm could be and what institutional 
and political changes need to happen to deliver on the transformative potential 
of love. I address how ‘a policy bias in favor of a greater emphasis on caring 
medicine in old age; called for since the early 1990s, eventually began to manifest 
itself towards the end of the first decade of the new century.°’ As my example, 
I take the psychologist Cécile Huguenin’s Alzheimer mon amour (Alzheimer 
my love; 2011) and read it in a cross-cultural way.*' I do so because Huguenin 
herself thinks about differences in how various cultures understand and deal 
with Alzheimer’s disease and ageing. In addition, the psychologist depicts the 
import of international research into the French context as influencing how she 
was advised on caregiving. Sociological research suggests that dementia-related 
sociopolitical movements in France echo the American model - a connection 
that points, among others, to the increasing globalization of dementia caregiving 
issues in the new century.” 

Cécile Huguenin writes about her husband’s illness in a short volume of 
not much more than one hundred pages. Divided into three parts, the account 
changes narrative form and perspective almost as often as the couple do their 
residence and living arrangements. These different forms mirror Huguenin’s 
search for how to live with, and write about, the condition after having shared 
thirty years of life and love. In essence, it is a search for the discourse that 
would help her attitude towards patient and disease, at a time when care and 
cure policies continued to victimize the patient. As a product of this searching 
experience, Huguenin’s narrative witnesses the life-changing effects of healthcare 
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approaches that affirm the patient’s continued identity and personhood, while 
leaving reflective space for the caregiver. This space allows for a view of the 
individual with dementia that is less prejudiced, as we have seen, for example, in 
the case of Borio’s Maurizio. 

The narrative’s first part covers the years 2006 and 2007: “Iwo long years 
to realize, powerless and lonely, his progressive and unavoidable drowning 
(naufrage progressif et inéluctable), as if every day a small piece of him was 
being swallowed by unknown depths’ (17-18). It is told in the third person, 
and its simple language and uncomplicated syntax suggest the story belongs 
to a fictional world. These formal choices add to the reader’s appreciation that 
Huguenin tells the tale of a couple wandering without hope or direction in the 
world of sickness. Huguenin describes this narrative choice as allowing her to 
distance herself from the illness experience.°” More generally, this narrative 
strategy permits writers, like French TV director Francoise Laborde, in Pourquoi 
ma mere me rend folle (Why my mother drives me crazy; 2002), or the Swiss 
caregiver Ruth Schaubli-Meyer, in Alzheimer: Wie will ich noch leben - wie sterben 
(Alzheimer’s: How will I continue to live - how will I die?; 2008), unflinchingly 
to reflect on problematic issues, such as challenging family constellations and 
difficult end-of-life decisions. 

Initially escaping to the seaside, Huguenin ponders whether ‘one can mourn 
somebody who is alive’ (20). She particularly struggles with her reaction to ideas 
of self-infliction put forward by Daniel’s neurologist: ‘her anger, her desire to die, 
her obsessions to murder, to kill herself’ (37). Eventually back in Paris, Huguenin 
seeks help from medical scientists, wanting to present ‘this specimen ofan addled 
(décervelé) man, this strong body deserted by the mind’ (39). But Huguenin 
remains helpless in her ‘absurd encounters’ with the medical profession (43). 
The narrative’s first part closes - in allusion to Alices Adventures in Wonderland 
(1865) - with her impression that she only comes across ‘crazy hatters, queens 
without a kingdom and rabbits in tails’ (43). That Huguenin pictures herself 
and her husband as lost in an environment that resembles Carroll's nonsense 
world is perhaps best explained by the insights collected by Charlotte L. Clarke, 
professor of Nursing Practice Development Research, and her colleagues in a 
2011 caregiver manual, namely that 


the reciprocity within a care relationship means that both the carer and the 
person with dementia are working towards keeping some stability, continuity 
and sense of the normal in their lives. Health and social care interventions, or 
others outside that caring relationship ... throw a spotlight on the abnormal by 
focusing on the illness more than on getting on with life.™ 
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With her husband’s increasing dependence, it becomes Huguenin’s responsibility 
to navigate the world of care; to find the couple's ideal way of getting on with life; 
to realize their dream ‘of a future that would allow us still to live together’ (60). 
Consequently, she tells the second part of her story in the first person. 

Based on her experiences in Africa and India, Huguenin idealizes a life in 
a culture where Daniel’s ‘condition would be considered a blessing and he like 
a messenger from the hereafter’ (61). Fieldwork in India has revealed that this 
culture interprets demented behaviour in relation to the patient’s social status, 
and African traditions consider family support a moral norm and emphasize the 
role of elders. These value systems influence how family caregivers from different 
cultural backgrounds construct their idea of Alzheimer’s disease.®° Conversely, 
‘within an illness culture which emphasises the deficits of people, so observed by 
Clarke and colleagues, ‘options for creative solutions to needs are reduced’ (68). 

In Madagascar, Daniel ‘blossoms’ (76). But the couple are forced to return 
to France, and Huguenin’s renewed change of narrative form pinpoints her 
exhaustion. While continuing to tell her account in the first person, she now 
addresses her husband directly. Di Pietrantonio and Magnusson also use such 
a strategy in their stories. But in recounting the mother’s past to the mother in 
the second person, their approach is an attempted ‘transfusion of memory, a 
strategy aimed at writing the parent back to life and identity.° This strategy gains 
all the more thrust when considering that even patients like Wendy Mitchell use 
it for holding on to acquired capabilities for as long as possible in the present 
of their illness. In Alzheimer mon amour, by comparison, this narrative choice 
emphasizes the demands Daniel places on Huguenin, his needs that make 
her ‘prisoner’ (82) - that lead to ‘the crash that forces [her] to land’ (83). But 
Huguenin lands on her feet. The clinician, who takes care of her husband after 
a severe fall, points Huguenin to an assisted living facility that enables ‘a life put 
in place (aménagée) to take care of those exiled by a society that can no more or 
does not know yet how to accept them’ (93). The narratives final part is set in that 
place. A third of the entire text tells about how Huguenin experiences the way of 
life in this nursing home. Its calm tone and settled narrative perspective bring out 
the peace that comes with having found this place. The couple have reached their 
destination - in discourse practised, care received and narrative form enabled. 

Ihe places caring philosophy centres around the understanding that the 
professional caregivers ‘have to adapt to [the patients]’ (94). This approach 
resembles the values pushed by a working group around the geriatrician and 
president of the francophone association for the rights of the elderly, Francois 
Blanchard. Similar to those set down in the 2007 UK personalization agenda and 
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the National Dementia Strategy in England in 2009, these values centre on the 
‘imperative of the respect for the individual.” In the French context, for example, 
Nicolas Philibert’s La moindre des choses (Every little thing; 1996) demonstrates 
that such values - to credit the knowledge of service users - were practised in 
institutions prior to policy changes. In Germany, policy changes are equally 
recent, even though initiatives like Demenz Support Stuttgart have promoted 
the ideal of caregivers as ‘companions’ of people with dementia since 2002." 
But the hands-on implementation of such concepts continues to be slow. 
Contemporary healthcare keeps privileging, as Clarke and colleagues noted in 
2011, ‘the knowledge held by health and social care practitioners and underplays 
the importance of knowledge held by service users’ (16). 

However, the power of appropriate care is far reaching. Daniel’s carers take the 
view that ‘conversation between persons with dementia and their interlocutors 
is a privileged site for ongoing cognitive engagement:® Huguenin notices that 
‘for the first time, every one of his interlocutors has addressed him. Directly 
looking him in the eyes, without passing via myself as an intermediate and 
without ignoring him’ (99). Her move to mention the caregiver is noteworthy 
for the fact that scholars of ageing like Kathleen Woodward continue to lament 
the narrative absence of the frail elderly’s professional caregiver.” That said, De 
Dionigi praises Marco in particular, and professional caregivers in general; and 
Diane Keaton ponders hospice care and explicitly acknowledges her mother’s 
caregivers.” I take their choice as a significant step towards change in prosperous 
societies, especially because Julia Neuberger, in 2008, called for more respect as 
well as improved training for healthcare staff, ‘who are paid abominably, and 
are themselves bullied by penny-pinching, technocratic management regimes.” 

The attitude of professional caregivers patterns Huguenin’s own narrative 
approach and her perception of her husband. After she had deprived Daniel 
of a narrative voice throughout parts one and two of the text, she now includes 
several of his short poems. These assert his continued identity and personality, 
as Huguenin sees it (91). Huguenin’s choice is encouraged by how professional 
caregivers themselves ‘amass treasures, recording for themselves ‘a word, a 
gesture, a mimic’ of individual patients (111). During the first decade of the 
new century, such person-centred healthcare practices suggest a shift from 
person with dementia to personality within dementia. Resulting also from 
such celebratory sociolinguistic approaches, the views and opinions of people 
with dementia began to be heard. An international journal of social research 
and practice, Dementia, was launched in 2002, inviting people with dementia to 
contribute or join the editorial board.” Plays enacting dementia were developed 
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with educational purpose, with some of these plays originating from interviews 
with patients and their families; and the patient’s perspective was becoming 
constitutively integrated in the education and training of healthcare staff and 
students of health-related disciplines.” In the same vein, recent dementia guides 
address separate chapters to caregivers and the individual with dementia, or 
include the patient perspective among articles on medical, legal and ethical 
aspects of dementia.” 

Also Huguenin herself considers Daniel her teacher. In a short epilogue she 
thanks her husband for ‘having made me go through the hell of your illness 
so that I would become a different person’ (131). Having crossed this hell, she 
can now - perhaps reminding us of how Borio envisaged his creation of Maria 
Merlo as custodian of love and empathy - appreciate in other human beings 
‘the endless power of being’ (131). Or, as Magnusson puts it with respect to her 
mother’s continued identity: 


You are still you ... You will be you when the last of the fight has left you. You will 
be you when you no longer know who I am. You will be you even if I can recognise 
nothing of what you are and connect it with nothing of what you used to be. You 
will be you, I really do believe, until the last breath leaves your body. (329) 


This perspective matches the view patients like Christine Bryden and Claude 
Couturier increasingly offered about themselves in new forms of patient life-writing. 

To assign wisdom and life experience to an individual with dementia reminds 
us of the positive images that collaborative health humanities projects began 
to uncover for ageing and old age during the 1980s.”° Since the early 2000s, a 
comparable gradual shift seems to be underway for dementia.” Meanwhile, the 
popular view that pharmacological research could be closing in on what Huguenin 
describes as ‘this molecule of forgetting that corrodes him inexorably’ (39) partly 
enabled such a change. More obviously and effectively, such a change was supported 
by narrative medicine-based healthcare approaches to, and a health humanities 
interest in, ageing, which furthered research projects, for example, on creativity 
and dementia, and explicitly included elderly people.” Nevertheless, a truly lasting 
cultural transformation is likely to develop only by incremental steps, because the 
concepts at stake - loss, decline, passivity, dependence - are particularly resilient as 
they are embedded within a variety of mutually enhancing discourses. 

Take the health humanities as an example. Over the past thirty years, they 
have been of significant service to people with dementia and their caregivers. 
But scholarly research has, to a large extent, bought into and further amplified 
the cultural imperatives about dementia, in this way exacerbating the notion of 


154 ‘The Diseased Brain and the Failing Mind 


Alzheimer’s disease as a condition of old age. In the field of literary scholarship, 
this phenomenon is at least partly explained by a focus on caregiver narratives 
which, by nature, predominantly feature elderly patients. As I already explained, 
I believe this focus to be conditioned by an (until recently) almost monolithic 
attention to John Bayley’s account and - maybe unavoidable - its prominent 
filmic adaptation. But it is also true that, even though films like Still Alice (2014) 
feature the early-onset patient, entertainment culture more generally continues 
to instil the idea of dementia as a condition of old age. Prominent examples 
include Sarah Polley’s frequently critiqued Away from Her (2006) and Phyllida 
Lloyd’s The Iron Lady (2012). The latter is a special case in point, because it 
portrays Margaret Thatcher as young and powerful as long as she is in office; 
the only “Thatcher’ outside office that the film shows is the former politician in a 
state of hallucinating dementia in old age. 

Revealingly, identity-affirming fiction like Borios or personality-centred 
life-writing like Huguenin’s leave very little impact on the language used in 
relation to Alzheimer’s disease, regardless of the patient’s age. Notions of loss 
reflect society’s deepest fear about the condition: the death of the self and the 
fear of how a person who is losing their self will be treated by that society. The 
fear of dying, which Mary Mothersill describes as central to the experience 
of old age, is aggravated in the experience of Alzheimer’s disease - for both 
patient and caregiver.” Celebratory approaches can do very little to change this, 
especially in rich societies in which the perceived value of individuals is tied 
to their productivity. In these societies, so Lucy Burke recently observed, the 
‘rhetoric of crisis’ regarding dementia is closely knitted to financial gain and 
capitalist marketization.' I do not argue that the number of dementia diagnoses 
has increased with the rise of new capitalism, but I believe that principles of 
individualism and an atmosphere of entrepreneurialism have contributed to 
marginalizing people living with dementia even more.’ In the final section of 
this chapter, I explore more fully the reasons for the persistence of notions of loss 
and decline in a nearly twenty-year period that has seen tentative shifts in how 


the person with dementia is viewed in a variety of disciplines and realms. 


We Are Not Ourselves: The cultural image of Alzheimer’s 
disease in the twenty-first-century bildungsroman 


Edmund Leary’s ailment in Matthew Thomass novel We Are Not Ourselves 
(2014) is Alzheimer’s disease as it is perceived and dealt with in current 
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American culture: a condition of dependence, decline and loss, but most of all 
of dispossession in both intellectual and economic terms.’” A century ago, John 
Galsworthy deployed dementia as a micro-cultural image of macro-cultural 
concepts of degeneration in order to portray a particular culture. Thomas’s early- 
twenty-first-century narrative, by comparison, tells the story of a character's 
disease trajectory as degeneration literally rather than symbolically. 

It is by way of Thomass genre-typical scrutiny of family conflict in the 
bildungsroman that we learn about the culture at large, in which this illness is 
experienced. I argue that, first, the qualities assigned to Edmund and his illness, 
and, second, the ways in which this character fits into the narrative form and 
frame suggest that the condition stands conceptually opposed to all the values 
held high in twenty-first-century enterprise societies. The accounts overt 
emphasis on loss highlights how an economic dementia discourse may well 
obliterate the tentative conceptual changes in healthcare and cultural realms. 

Thomas neither offers any new images nor describes signature events that 
would characterize the condition in radically different ways. Instead, it is the 
sheer number of well-established images and stock scenes stretching out over 
620 pages that make it a meticulous study of the conditions insidious nature. For 
the first time in the literary history of dementia, they make the reader experience 
the patient’s decline in real time. It is ultimately the epic length and consequent 
detail of Thomas’s account that lead reviewers like Nicci Gerrard to assign it a 
central place in recent dementia fiction. Stefan Merrill Block, in particular, 
considers it ‘the truest and most harrowing account of a descent into dementia, 
and ascribes it a “Buddenbrooks”-like quality, offering a vision of a society in 
flux that is at once expansive and tangibly detailed.'™ 

I take Merrill Block’s association as an invitation to read Thomas’s account 
against sinologist Yi-Ling Ru’s work on the family novel, whose first prototype 
she considers to be Thomas Manns Buddenbrooks (1901). Thomas uses the 
genre of the family novel to characterize Alzheimer’s as a disease. The generic 
similarities as well as obvious differences bring out the meaning he ascribes to 
the condition: a disease of decline and degeneration. This is especially true when 
we look at how Ru, who bases her study, among others, on Galsworthy’s saga, 
sees the family novel defined by four salient features, namely, 


first, it deals realistically with a family’s evolution through several generations; 
second, family rites play an important role and are faithfully recreated in both 
their familial and communal contexts; third, the primary theme of the novel 


always focuses on the decline of a family; and fourth, such a novel has a peculiar 
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narrative form which is woven vertically along the chronological order through 
time and horizontally among the family relationships.'” 


For Thomas, Alzheimer’s disease impinges on exactly these four elements. I will 
initially attend to features two and four to show the ways in which We Are Not 
Ourselves methodically aligns with concepts of the family novel. Exploring 
Thomas's breaking with characteristics one and three, thereafter, will bring out 
how his novel questions particular conceptualizations of Alzheimer’s disease. 

Alzheimer’s disease disrupts family rituals and the continuity and stability 
they symbolize. Most obviously, Christmas celebrations change over the years. 
In 1991, Edmund’s wife Eileen has to remind her husband to buy a present for 
his son; in 1994, she exhorts everyone to ‘please have a nice Christmas’ (403). 
One year later, Christmas ‘saw no enthusiastic ripping open of presents, and 
Eileen resolves ‘to wring enough perfection out of next Christmas to last her the 
rest of her years on earth’ (430). But throughout 1996, Edmund is ‘declining so 
quickly’ (441) that he has to enter a nursing home. The momentousness of this 
change is signalled by the length of part five that covers the events of a single 
year, but is nearly as long as part four about the preceding five years. Connell’s 
plan to bring his father home for Christmas fails dismally, because his father 
“was gone, gone’ (542). Eileen’s efforts are reminiscent of Enid Lambert's in The 
Corrections (2001). In light of her husband Alfred’s progressing Parkinson's 
dementia, Enid wishes to bring the entire family together for one last Christmas, 
but it ‘wasn’t the Christmas [shed] hoped for, because Alfred is rapidly ‘failing’ 
in body and mind.'° 

Change becomes most overtly clear from Thomass focus on family 
relationships, as he reverses the roles of husband and wife, and father and 
son. At first sight, this role reversal merely reflects the actual experience of 
caregiving, with the account's length allowing for all the excruciating details of 
Eileen’s burden. For Merrill Block, these are ‘mostly intimate, domestic scenes, 
but Thomas understands how the numbing, repetitive minutiae of caretaking 
are often freighted with unspeakable pain.” That Eileen ‘would have to play 
nursemaid to him’ (391) is both subtle and critical given that she is a nurse by 
profession. And her realization that Edmund ‘would have to become something 
like a child to her’ (337) obtains additional meaning, because it is Eileen through 
whom the narrative is mainly focalized. 

The reader, in fact, does not experience Edmund Leary’s mind. This move 
ensures that Edmund does not turn to living in the past, and it matches the 
genres concept of driving the plot towards the younger generation's life and 
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choices. It also means that Thomas does not perpetuate the image of Alzheimer’s 
disease as a condition of ageing and old age. Edmund Leary is only 50 years old, 
in keeping with the condition (one hundred years after Alois Alzheimer’s case 
of 51-year-old Auguste D.) as it was originally described, as an illness of middle 
age. Except that anxieties about ageing particularly pervade middle age." In this 
respect, Thomas's narrative is truly about ageing. 

Edmund’s age documents the increasing societal awareness of early-onset 
Alzheimer’s disease, as seen with Still Alice. But most of all it is an important 
narrative move. We Are Not Ourselves tells of Alzheimer’s disease as attacking 
the middle of life, the time of an individual’s prime productivity. Or, as Eileen 
puts it: °“ 
said, with something like pride at the thought that if her husband were to be 
destroyed by a degenerative neurological disorder, it would be the undiluted 


early-onset is the most virulent kind ... It’s the true Alzheimer’s’, she 


article, the aristocrat of brain diseases’ (341). Thomas does exactly this: depicting 
Alzheimer’s as the aristocrat of brain diseases - a powerful player outside the 
common rules, a condition that is beyond the reach of science and medicine, 
that destroys everything the middle classes have built for themselves. He shows 
Alzheimer’s disease as attacking all that ‘capital’ has come to embody in rich 
societies according to Foucault's definition: ‘everything that in one way or 
another can be a source of future income.'” 

In a first step, of course, it is Edmund’s capital that is destroyed: his mind. As 
an ‘expert on the brain’ (73), an enthusiastic lecturer and dedicated scientist, it 
is Edmund’ profession that makes the horror of his disintegration exceptionally 
vivid. But Thomas's vision of Alzheimer’s disease as the killer of Foucauldian 
capital goes deeper. In a second, even more powerful way, Thomas uses the 
theme of role reversal in relation to the narrative scheme of the family novel. To 
pursue this argument further, consider Ru’s definition of family constellations 
within such a novel: 


The husband, just like the father, cares for the family honor and power ... He tries 
to possess and dominate his wife ... while the wife ... strives for an individual 
form of freedom just as the rebellious son does. Such a husband-wife conflict is, 
then, characterized by the opposition between power and will ... there is a clash 


between tradition and individuality." 


The individualist is Leary. Edmund’s name already signals his doom. Notions 
of King Lear as the classical cultural imprint of Alzheimer’s disease continue 
to persist in scholarship, narrative and on stage.''’ As expounded in the 
introduction, I disagree with interpretations of King Lear as demented, rather 
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seeing him as an ageing parent gone mad over the consequences of his acting. 
But here also lies the point of comparison. Edmund’s values in life make him 
unfit for the narrative purpose of a strong father figure, because ‘his ambition 
had never been for fancier titles and fatter pay-checks; he was after something 
unquantifiable, philosophical, the kind of aim never properly rewarded in earthly 
terms’ (96). These values symbolize ‘the grand objectives of the Enlightenment 
(including Truth, Justice, Reason and Equality)’ that, among others, Anthony 
Elliott describes as dissolving or becoming irrelevant in the dominant presence 
of corporate capitalism and mass popular culture." Thomas brings out precisely 
this conflict of values through the focus on Eileen as the prototype American 
middle-class climber. He traces the rise and Alzheimer’s-related fall of the 
Tumulty-Leary clan, and thereby illustrates all that the condition embodies in 
the rich West. 

As a bildungsroman, We Are Not Ourselves follows Eileen Tumulty’s 
development and traces her change, as she adjusts her system of values in the 
confrontation with Edmund’s dementia.!!° The novel's first part prepares for an 
understanding of how Eileen’s life - her relationships to her private property, her 
family, household and retirement - makes her, as Foucault would express it, ‘a 
sort of permanent and multiple enterprise: It narrates Eileen’s harsh childhood 
in an Irish American household, and portrays her as someone who learns that 
life was ‘what you made of it’ (45). It is towards the end of part one that we reach 
the peak of the Tumulty family cycle, stabilized - again in Foucault’s words - 
by the ‘economic rationalization constituted by marriage. Eileen’s choice 
had fallen on Edmund, because the ‘men that stirred her [were] reliable ones, 
predictable ones’ (51). But the scene is set for the family’s decline, once Eileen 
realizes Edmund’s ‘excessive vigilance about the effects of capitalism’ (78) that 
opposes her own strong sense of property.!" 

The conflict between Eileen and Edmund arises over Eileen’s desire to comply 
with her father’s wish to own a house (66). Edmund’s opposition is initially 
related to his disinterest in property and later to his disease-imposed need for 
environmental stability. This makes it increasingly difficult for Eileen to see 
Edmund ‘as a fully vested partner in her future’ (96-7). As Eileen recognizes 
that Edmund cannot be her capital in marriage, her capital becomes investing 
in a house. In letting Eileen realize in retrospect that this house contained her 
‘former future life’ (575; emphasis original), Thomas very obviously characterizes 
Alzheimer’s disease as severely restricting her entrepreneurial aspirations. What 
was a minor event in Timothy’s final days - the Forsytes’ by then eldest member 
losing the ability to manage his accounts - moves centre stage in this family’s 


‘The Dichotomy of Alzheimer’s Disease 159 


life, creating (as Eileen’s surname suggests) disorder and agitation. The novel’s 
two central and longest parts cover the purchase of this house, and illustrate 
Edmund's rapid decline in it. In keeping with earlier considerations regarding 
its symbolic nature, Eileen’s house embodies her sense of achievement as well as 
her world of values. Yet, the illness prevents the family from truly owning this 
house: the rooms remain ‘empty spaces’ (279). And living in the house - the 
state of the house itself - becomes one with living with the disease, as ‘a lot of 
her house looked like a waiting room’ (314) and Eileen is unable to remedy its 
‘state of disrepair’ (339). 

Like the husband-wife relationship, so the father-son relationship takes a 
special place in the family novel. To quote Ru again, the antagonisms explored 
are ‘the father’s thirst for power versus his love for his children, the sons’ need 
for authority versus their rebellion against their fathers, the fathers’ dominance 
versus the sons’ disobedience, and the fathers’ defense of the old ways versus 
the sons’ quest for the new.!'° Revisiting themes covered in the husband-wife 
relationship, Alzheimer’s disease plays its part in the workings of all these 
conflicts. Thomas particularly explores the consequences of ‘losing a father 
early, being given all that responsibility’ (491). What I want to look at here in 
more detail is the role of the youngest generation as such in Thomas's family 
novel, because, as Ru puts it, by ‘defying and denying the father, [the sons] are 
reborn in the end?!” Connell defies the disease. And in this defiance, he covers 
the roles of both rebellious outcast and loving son. 

Edmund Leary dies in March 1999, the last year of the old century; and the 
narrative’s final part ends with the turn of the millennium. But Edmund’s death 
is not a landmark event. While The Forsyte Saga features several significant 
deaths over time, Thomas’ narrative only truly includes Leary’s. Its understated 
singularity within the family novel - Connell misses his father’s last few living 
hours - underpins notions of Alzheimer’s disease as a condition of slow dying 
alive. Shortly after his diagnosis Leary himself claims, ‘I am dying’ (325; emphasis 
original). 

The depiction suggests that the death of the father does not really mark a 
liberation from the old: Alzheimer’s disease lives on in the epilogue set in the 
year 2011 and remains the challenge of the new century. We Are Not Ourselves 
uses the apparent dissolution of the Tumulty-Leary family to show how family 
life in the West has been subjected to Alzheimer’s disease as one of ‘the conditions 
of postmodern capitalist life.''* Thomas explicitly lifts Eileen’s individual story 
onto the level of collective, national relevance, when he lets her ponder that 
we ‘move around too much in this country’ (575), a thought which evokes a 
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feature Foucault assigns to capitalist thinking, namely an increasing mobility to 
improve income.” Characteristic of capitalist societies, such increased mobility 
for financial reasons destabilizes the individual as well as the family as a whole. 
Underlining this argument, Thomas develops the fate of the Tumulty-Leary clan 
against the backdrop of the intact and extended family of Italian immigrants 
who make their fortune within the underprivileged environment from which 
Eileen wants to escape. 

It is, therefore, significant that Thomas offers a possible answer in the final ten 
pages of his account. Again outside the narrative time and frame, the epilogue 
eventually brings into play the theme of change embodied in the youngest 
generation: Connell’s courage and choice to continue the family line despite a 
risky gene. Or, as he puts it: 


He could honor his father by loving the kid the way his father had loved him. 
And if he had to be vulnerable in front of the kid, if he had to be defenseless and 
useless and pathetic, if he had to forget things and piss himself and get lost on 
the way home, then so be it. If the kid didn’t handle it well - well, that was what 
kids did. (619) 


With Connell realizing that “he was his father’s real estate’ (588; emphasis 
original), this epilogue can be read as an ode to the continuation of the family. 
As the nineteenth century turned into the twentieth, dementia was an image of 
degeneration. Two decades into the twenty-first century, Alzheimer’s disease is 
the predominant trope for the decline and loss of the thriving individual as the 
smallest unit of capitalist societies.” It pictures the fractured lives led in such 
societies, but concurrently represents the kind of disease for which exactly these 
societies have neither space nor place.'*! 

Where The Forsyte Saga revolves around the dying out of the clan because of 
the young generation’ individuality, Thomas's account emphasizes the continuity 
of life granted by that very individuality. This individuality entails an attitude 
to dementia like that of the child Maurizio who has grown up without having 
lost his capacity for empathy in favour of the will to ‘profit, selfishness, and the 
drive for ever more bigness”? Such loss of empathy (already in childhood), 
according to scholar of psychology Arno Gruen, is particularly encouraged in 
cultures ‘that make it difficult for people to develop the self-esteem that comes 
from a sense of one’s inner worth, which can evolve only if people learn to accept 
and share their suffering, pain, and adversity.'” In Borio’s allegory, the values of 
this materialistic culture are embodied by the demon Giancarlo, who seeks to 


undermine the power of custodians like Maria. Giancarlo focuses his attention 
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on Maurizio, taking inspiration from a book that instructs how to rob children 
of their carefree years by letting them watch television programmes where 
‘children portray the behaviour of adults’ (90). 

More generally, some recent healthcare initiatives attempt to foster continued 
empathy from an early age. Sally Chivers, for example, expands on the effects 
of South Koreas ‘interactive and intergenerational social program’ directed at 
dementia care. This social agenda explicitly includes contact between children 
and people with dementia. As a consequence, Chivers continues, ‘alarmist news 
stories will not be the only source of knowledge these children receive about 
dementia in late life.” In reverse, fiction for young adults may contribute, as 
Clarke and colleagues observe, to ‘frequent (mis)representations of dementia 
that escalate people’s concerns. The authors particularly mention the ‘dementors’ 
in the Harry Potter series of books, ‘which suck the soul out of people and cause a 
sense of terror in anyone they are near’ (87). Borio’s book for children genuinely 
counters this. The careful fabrication of the book - including the use of deckle- 
edged paper and sewn binding - emblematizes a niche publisher's traditional 
craftsmanship.'” It opposes the fast-lived consumerism encouraged by the 
story’s anti-hero, Giancarlo. 

Still, especially in the absence of a cure, the calm acceptance of suffering, pain 
and adversity appears to be a sheer impossibility; and not enough has changed 
politically, institutionally and societally that would support such acceptance. The 
condition will not lose its traumatic connotations - not least if we can read the 
title of Huguenin’s narrative as alluding to Hiroshima mon amour (Hiroshima 
my love; 1959). This French-Japanese co-production tells a story about memory, 
forgetting and lost relationships during and after the Second World War. 
Revolving around the harrowing consequences of the first atomic bombing, it 
explores, as Cathy Caruth contends, the productivity of communicating across 
cultural boundaries and demands ‘a different kind of listening and ... a speaking 
literally of the body.” Caruth’s perceptions of Hiroshima mon amour open an 
additional perspective on Huguenin’s caregiver experience and, I find, they also 
suggest how Arno Gruen’s insights can be implemented in changing healthcare 
approaches: such approaches acknowledge the patient’s inner worth beyond his 
ability to remember, and the caregiver shares her story in the acceptance of her 
own risk of dementia. Connell Leary eventually adopts this perspective. But, 
I reiterate, it is a perspective difficult to imagine in a cultural climate that equates 
dementia with the death of the self.” 

How can attitudes evolve in societies that face sharp socio-economic and 


demographic challenges? This is a question worth asking, especially when media 
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coverage on ‘dementia levels’ as ‘stabilising’ may easily endanger slowly budding 
changes, even if this coverage were merely aimed at toning down the populist 
alarmism we have been witnessing in recent years.” Where families are far 
flung due to economically imposed mobility, quality healthcare is no longer a 
matter of choice. It becomes a service many cannot afford. Choice is often about 
inexpensive deals. Low-cost healthcare is provided by global care chains; yet, 
as Woodward has remarked, these labour markets ‘move love as surplus value, 
as a commodity, and as an export from one country to another?!” In addition, 
quality care is undermined by the profit-seeking exploitation of staff: poor 
communication skills, high workloads and insufficient training leave little time 
and space for compassionate attention and dedication. 

Compassionate attention and dedication are essential to the caregiving attitude 
which, during what Gawande describes as a time of transition, Schweiger’s film 
portrays. The very product of consumerist culture - I especially think about its 
product placement, its comedy form and its entrepreneurial setting (as well as 
the fact that Schweiger has filmed a US remake, Head Full of Honey, with Nick 
Nolte as lead character) - it still gives the answer to how society must deal with 
people with dementia in these circumstances: ‘Amandus means ‘to be loved.'*! 
But love and empathy can only become transformative on a larger societal 
scale once political, institutional and cultural values and beliefs about ageing 
take a momentous turn. For the perceivedly productive part of the population, 
this means accepting ageing as a natural part of life, and appreciating growth, 
development and success in ageing and old age. For the elderly and perceivedly 
less productive, this means bringing their wisdom to bear on value systems that 


are overly determined by individualism and financial gain. 


Conclusion 


This book has identified the path taken by the presentation of dementia in 
scientific, medical and literary texts across the twentieth century. It has illustrated 
that, since the late nineteenth century, when the condition was first described as 
an organic brain disease, to the present day, when it is viewed as a disorder of 
cognition, the literary representation of the condition has progressed alongside 
a continuously evolving medico-scientific discourse about dementia. 

The biological psychologies of the late eighteenth century, the somaticization 
of diseases a century later and the biomedicalization of illness with its 
pharmacological redefinition of health towards the end of the twentieth 
century have all led to the objectification of patients, a process not confined to 
dementia. The memory sciences instigated the systematic neurological study of 
the dementias at the fin de siécle, thereby creating the patient with a condition 
of memory loss; the attention of the biomedical sciences, in turn, amplified 
by sociocultural, political and economic concerns, focused on Alzheimer’s 
disease towards the end of the twentieth century. Yet I argue that the medical 
sciences’ main influence in dementia discourse developments has been of a 
reinforcing nature. Rather than introducing new metaphorical concepts, on 
several occasions, medico-scientific language paralleled or followed the wider 
sociocultural discourse, and was taken to strengthen already existing images. By 
the beginning of the twenty-first century, this enhancing dynamics had placed 
the patient in a position from which it was difficult to reclaim a social identity 
and achieve recognition of their continued self and authority in contributing to 
healthcare planning. 

Scientific, medical and literary iterations have all contributed to the current 
cultural dementia narrative; and, indeed, it would be wrong to search out an 
antithetic dualism between the psycho-sciences and the neurosciences in 
its development. Rather, I see these different disciplines connected by way of 
a dialogical space occupied by discourses of ageing and memory, and it is in 
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this space that the narrative has developed. As the layout of this book indicates, 
at different times the discourses of ageing and memory each held sway over 
twentieth-century developments. The scientization of memory and its loss 
and the biomedicalization of Alzheimer’s disease have created an object of 
knowledge which - prior to its naming - had already existed but was dealt with 
in non-scientific terms in the sociocultural realm. Given that the role of science 
in discourse is strongly linked to wider cultural changes, the discourse that 
developed in the medico-scientific field around this new object of knowledge, 
dementia, fed on the already existing sociocultural images. As the medical 
sciences developed these images further, their discourse - in the continued 
exchange with the sociocultural realm - strengthened and reinforced the 
original images. The images and concepts so developed impinged on the newly 
created object of knowledge: the dementia patient. 

One of my central concerns has been to explore how these dialogical 
processes affected individuals with neurodegeneration. I wanted to understand 
why specific notions of Alzheimer’s disease are so persistent; why particular 
themed metaphors continue to reign supreme; and why some research concepts 
continue to dominate the medical sciences and also the health humanities at 
the expense of recognizing the patient’s individuality and personhood. The 
foregoing chapters have already answered these questions in much more detail 
than I can do here. 

Concepts of old age and cognitive decline are deeply engrained in the cultural 
dementia narrative. They are so durable because they formed in a process of 
reinforcement. The medical sciences adopted images from the sociocultural 
realm and developed them further; and these images were then taken to 
corroborate the wider sociocultural ideas about the patient. In the process 
individuals with memory loss became embedded in a new system of norms 
and standards in which they could be objectively assessed - a system revolving 
around antonyms of growth and development versus loss and degeneration, 
productive versus dependent, young versus old, performing versus passive. The 
individual turned into an object of knowledge. I argue that Kraepelin’s move to 
focus on neuropathological features and the condition’s cognitive component can 
be taken as activating this process (while at the same time being a representative 
example of the period’s fascination with materialist approaches). The medico- 
scientific definition of Alzheimer’s disease centred on objectively assessable 
parameters. The patient’s thinking mind and feeling psyche were excluded from 
this focus and as a consequence concepts of passivity and lost agency became 
manifest in wider sociocultural thinking. 
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The patients mind entered the literary arena much earlier and more explicitly 
as compared to when (only in the 1950s) and how old-age psychiatrists and 
social medics began to take an interest in this area. The true achievement of 
modernist narratives, like Hoult’s There Were No Windows, in relation to dementia 
discourse developments was their calling into question a ‘Cartesian geography 
of mind.' They challenged old-age psychiatry to aim for an understanding of 
the patient’s mental thought processes and a characterization of the illness 
from within. My point is not that the psycho-disciplines had a more positive or 
constructive influence on metaphorical language than the neurosciences; they 
each emphasized different aspects of the same problem. Rather, meaningful 
shifts in discourse developments occurred where the human sciences managed 
to spotlight the patient’s subjectivity, where interest was roused in the patient's 
illness experience and appreciation was able to foster better communication 
with the patient. 

With a steadily growing attention to the patient’s narrative - first on the part 
of old-age psychiatrists, then social scientists, psycho- and sociolinguists, and 
eventually health humanists - we have witnessed a slow change in discourse. 
Patients have begun to be seen as individuals with agency, who can contribute 
to the knowledge to be had about their condition. With a move, in dementia 
discourse analysis, from a focus on language deterioration to an emphasis on 
remaining linguistic capabilities, ideas of continued identity and personhood 
replaced those of communication breakdown. The passive patient turned 
interlocutor and entered the stage - their own voice being heard in the caregiver’s 
narrative, at the conference podium, and in bookshops and policy discussions. 
This is a shift with parallels in fiction. Think of Claire Temple, who is being 
perceived as tedious by her visitors; Faith Gadny not being listened to; later on, 
Rosemary Travis leads the plot and Maria Merlo challenges how the patient is 
viewed. Concurrently, we observe that increased value is placed upon the child’s 
perspective on the patient: from Timothy’s childlessness and the narrative 
absence but inferred hostility of Faith Gadny’s grandchildren, via Maurizio’s 
valuing the patient outside of memory loss, to Connell Leary’s defiance. 

Tracing a continuous dynamic between the serious and the comic, the idealist 
and the derogatory in the history of the novel, Thomas G. Pavel perceives the 
tension between depiction of ‘human isolation’ and a ‘possible reconciliation 
between the individual and the world‘ The literary history of dementia appears 
to be no exception: Faulkner, Bailey, Beckett and Bernlef home in on aspects of 
isolation, while Hoult, Dibdin, Genova and Thomas see scope for reconciliation 
with the caregiver and a potential for discourse developments in favour of the 
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patient’s humanity. In this regard, the literary discourse is characterized by poles 
similar to those observed in the medico-scientific realm. Cure, at the beginning 
of the twenty-first century, is not only a pharmacological need; it is also a 
necessity in terms of a ‘cure narrative’ of and for the self - the ageing self as well 
as the remembering self.’ 

I opened this book with a quotation by Claude Couturier from her 2004 diary, 
in which she advocates the organic paradigm as saving the patient’s personhood 
and agency. A return to the organic paradigm may well restore patients their 
individuality as elderly citizens with a diseased brain, as long as this does not 
imply the objectification of the patient. But similarly, to consider dementia as a 
condition of the failing mind supports the patient, as long as notions regarding, 
for example, disorientation in space and time solicit supportive healthcare 
thinking rather than dissatisfaction with the patient’s performance and efficiency. 
Both approaches can turn out to be effective in changing century-old ideas of 
the patient as cognitively under-performing and the disease as one of old age - 
especially as long as ageing itself continues to be considered in predominantly 
negative terms. 

Throughout this book, we have encountered sociocultural perceptions of 
the healthy middle-aged as the only truly productive stratum of the population. 
Yet, during the past decade or so popular awareness of Alzheimer’s disease as 
a condition that also afflicts the middle-aged has arisen. This is explained by 
two factors. First, by the decision of scientists to shift both the goal and the 
interest group of pharmacological investigations towards disease prevention in 
the middle-aged, and how this move has been reported on in the media. And 
second, by Richard Glatzer’s prominent motion picture Still Alice (2014), whose 
popularizing effect cannot be overestimated, particularly when thinking back 
to the effect of Richard Eyre'’s Iris thirteen years earlier. This ever-increasing 
visibility of Alzheimer’s disease as a possible condition of middle age has just 
begun to affect how this younger age group anticipates it will be perceived in 
the future. 

This could prove a turning point in discourse developments, because - as we 
have seen all through the century-long period under consideration - new ways 
of classifying may, as lan Hacking convincingly articulates, ‘systematically affect 
the people who are so classified, or the people themselves may rebel against 
the knowers, the classifiers, the science that classifies them} In exchange with 
technological and biological domains, the literary and wider cultural realms 
have questioned archival notions of memory.’ This has led to Alzheimer’s 
disease at times being perceived of as a mixed blessing, as possibilities for human 
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fulfilment begin to be considered possible within or despite memory loss. The 
response of the human sciences to a growing medico-scientific emphasis on 
prediction and prevention in the middle-aged will contribute to the conceptual 
reconfiguration of the future dementia patient. 

Caregivers, especially the women (and men) in the middle, have become 
militant in their writing, with respect to the financial and healthcare support 
they need, but also regarding their intention to change the dementia narrative 
itself. With the very recent trends in cultural representations as well as medico- 
scientific research endeavours that include the middle-aged subject more 
generally, advocating change is no longer the business of the overburdened 
healthcare provider and the still underprivileged patient alone. It has become of 
concern to those middle-aged individuals whose choices define and eventually 
reinforce the values and beliefs of enterprise societies which continue to have 
neither space nor place for the condition. But as still productive members are 
increasingly at risk of the condition, the outlook of these societies will have to 
change - although this is hard to imagine in practice at the time of writing, when 
renewed nationalist thinking driven by economic interests seriously damages 
the slowly rising culture of care and empathy. As those increasingly perceived to 
be at risk begin to articulate their anxieties about marginalization and illness- 
related preconceptions, the human sciences will begin to challenge notions of 


ageing and cognition as the only determinants in the cultural dementia narrative. 
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Glossary 


This glossary offers lay-term explanations of specialist terminology. Honouring 


a readership from within and beyond the literary, scientific and medical 


disciplines, it includes medical and scientific as well as literary terminology. 


Explanations referring to current medical and scientific understandings cannot 


be free of the metaphorical language and conceptualizations it is the focus of 


this study to investigate. The literary terms included are those I experienced as 


challenging in discipline-crossing conversations and teaching. Terms printed in 


bold have their own entry within this glossary. 


Acetylcholine 


Acetylcholinesterase 


Alzheimer’s disease 


Amnesia 


Amyloid (hypothesis, 
peptide and plaques) 


The Neurotransmitter produced and used by a specific set 
of brain cells termed ‘cholinergic. Cholinergic brain cells, 
among others, are located in the Brain area called basal 
forebrain. See also Cholinergic hypothesis. 

Terminates the lifetime of action of an individual 
Acetylcholine molecule. In Alzheimer’s disease, 
acetylcholine levels are lower than physiologically normal. 
Some drugs can increase the lifetime of still available 
acetylcholine molecules by inhibiting acetylcholinesterase. 
These drugs are called pro-cholinergic; they are 
acetylcholinesterase inhibitors. See also Drug treatment. 
The most frequently diagnosed form of Dementia in older 
people; neuropsychological symptoms include memory loss 
(see also Amnesia), the loss of speech (see also Aphasia) and 
the inability to recognize things or people. Further symptoms 
include behavioural changes and delusional symptoms 

such as hallucinations. The condition is named after Alois 
Alzheimer, a German psychiatrist (1864-1915). 

The partial or total loss of memory; one of the 
neuropsychological symptoms of Alzheimer’s disease and 
other (but not all) forms of Dementia. 

Amyloid plaques are one of the morphological features 
detected (after death) in the brains of people diagnosed with 
Alzheimer’s disease. These plaques consist of agglomerated 
amyloid. The amyloid hypothesis considers these plaques to 
be the cause of Alzheimer’s disease and the associated brain 
cell death. The amyloid hypothesis drives pharmacological 
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Amyotrophic lateral 


sclerosis 


Aphasia 


Bildungsroman 


Biomarker 


Brain areas and 
Alzheimer’s disease 


Cholinergic hypothesis 
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research that aims at removing amyloid plaques from the 
brain or preventing these plaques from forming in the first 
place. To date, such research has not led to the formulation of 
clinically effective drugs. 

A form of motor neuron disease; a usually fast progressing 
terminal neurological disorder that exclusively affects 
voluntary muscle control, including the ability to speak, 
swallow and breathe. It leaves mental acuity intact until the 
very final stage of the condition. 

The inability to understand or produce speech; one of the 
neuropsychological symptoms of Alzheimer’s disease. 

A novel of development, usually featuring a younger character 
and tracing their development into mature adulthood. A form 
further developed into the Reifungsroman, in which the 
main character is of middle or older age. 

Molecules identified in peripheral (not brain) tissue, 
including skin or blood cells and cerebrospinal fluid. 
Metabolic events involving the molecules detected in these 
compartments are understood to mirror pathological 
alterations in the living patient’s brain. Biomarkers are used 
in diagnostic tests, and alterations in their levels are also 
taken as indicators of treatment effects. To date, there is no 
single biomarker available that would confirm a diagnosis of 
Alzheimer’s disease. See also Pathology. 

Brain cell death in Alzheimer’s disease predominantly affects 
an area at the bottom front of the brain, the basal forebrain 
(specifically, the Nucleus basalis of Meynert). The basal 
forebrain is connected to higher brain areas via elongated 
nerve cells; these higher brain areas are the cerebral Cortex 
(which harbours our ability to think and reason) and the 
Hippocampus (which is fundamentally involved in memory 
and learning). When input from the basal forebrain is lost, 
the function of the cortex and hippocampus gradually 
declines due to decreased connectivity. Over time, the 
function of the cortex and hippocampus decreases further 
also because of cell death in these brain areas. See also 
Cholinergic hypothesis. 

‘The first brain cells to die in Alzheimer’s disease are usually 
those of the basal forebrain (see Brain areas); they are 
cholinergic nerve cells, because they use Acetylcholine as 
their Neurotransmitter. The cholinergic hypothesis argues 


that the death of cholinergic nerve cells most accurately 


Chromosomes 


Computer 
tomography (CT) 


Cortex 


Dementia 


DNA 


Drug treatment in 
Alzheimer’s disease 


Epidemiology 
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correlates with the cognitive deficits noted in those diagnosed 
with Alzheimer’s disease. The cholinergic hypothesis forms 
the rationale for currently available Drug treatment. 

The molecular structure within the Nucleus of a cell 
holding, in a tightly coiled up and packed form, the genetic 
instructions of an organism, the DNA. The information 
contained in the DNA is encoded in the unique sequence of 
a small number of specific molecules. Their ‘transcription 
and ‘translation’ yield Proteins which are the basis of cellular 
structures and components as well as functional units of 

the cell. 

An imaging method building on X-ray technology, offering 
anatomical, but not functional, information. In comparison 
to single-plane X-ray recordings, CT collects a series of 
planes (comparable to virtual brain slices) which then can be 
taken together to yield three-dimensional information. 

Ihe area of the brain which harbours our ability to think and 
reason, receives sensory information and initiates movement. 
One of the Brain areas impaired in Alzheimer’s disease and 
other forms of Dementia. 

From Latin, meaning ‘out of mind; the term refers to a 
broad range of mental conditions, including Alzheimer’s 
disease. Not every form of dementia presents with severe 
memory loss: fronto-temporal dementia, for example, is 
predominantly characterized by personality changes and 
hallucinations. 

The macromolecule in the Nucleus of the cell that contains 
the genetic information of an organism. The large DNA 
molecules are tightly coiled and packed into Chromosomes. 
One such chromosome contains many different Genes, 
which, in turn, consist of varying lengths of DNA. 

Ihe current principal treatment strategy aims at correcting 
the cognitive deficit that originates from the gradual loss 

of Acetylcholine (see also Cholinergic hypothesis). The 
treatment is termed pro-cholinergic, because it increases 

the lifetime of acetylcholine molecules in their action. This 

is achieved by inhibiting Acetylcholinesterase, which is 
responsible for the physiological breakdown of acetylcholine. 
The drugs are called acetylcholinesterase inhibitors and 
include donepezil and tacrine. 

The branch of medical research trying to answer the 


questions why, and how frequently, a particular disease 
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Family novel 


Focalization 


Free indirect style 


Genes 


Hippocampus 


Histology 


Huntingtons disease 


Inward turn 
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occurs in a specific population. Research projects (like the 
Nun Study) usually focus on a well-defined study sample 
which shares many characteristics with the target population. 
A particular form of the Bildungsroman, tracing the decline 
of a family clan, habitually over three generations. Decline is 
often embodied in individual family members’ health, well- 
being and financial stability. The family novel had its heyday 
during the final third of the nineteenth century, Thomas 
Mann's Buddenbrooks being considered its epitome. 
Referring to the limiting of information or knowledge 

given in a narrative where the events are told through the 
perspective, or from within the world of experience, of a 
character. Where the narrative is told in Free indirect style 
the reader feels particularly drawn into the perspective of 
the character through whom the narrative is focalized. This 
device is somewhat characteristic of literary Modernism. 

A narrative strategy forcing the reader into the character's 
world of experience; a character's thinking and feeling 
control the third-person narration. This makes it difficult 

for the reader to separate out what is part of the perceivably 
objective account and what is subjective experience. See also 
Focalization and Modernism. 

Representing units of inheritable information, and located 
in a defined region on a Chromosome, composed of varying 
lengths of DNA. 

Ihe area of the brain which is fundamentally involved in 
memory and learning. One of the Brain areas impaired in 
Alzheimer’s disease and other forms of Dementia that are 
characterized by Amnesia. 

The study of tissue at the microscopic level, for the purpose 
of physiological or pathological characterization, in the latter 
case termed ‘histopathology. This can involve the staining of 
tissue (using, e.g. Golgi silver stain) to make particular areas 
visible. See also Pathology. 

A familial, incurable and degenerative neurological disorder 
that affects both motor function (especially movement 
control) and cognition; the only one of the most common 
neurodegenerative disorders exclusively linked to a specific 
Chromosome. 

Referring to the modernist novel’s narrative strategy, through 


which the reader becomes privy to the lived experience 


Lewy body dementia 


Life-writing 


Magnetic resonance 
imaging (MRI) 


Mild cognitive 


impairment 


Mise-en-scene 


Modernism 
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of fictional characters. See also Free indirect style and 
Modernism. 

A type of Dementia that often co-presents with Parkinson’s 
disease. Cognitive decline is usually fast progressing and 
more severe than in other types of dementia. The condition 
is named after Fritz H. Lewy (1885-1950), who described 
small inclusion bodies in the brain, comparable to Amyloid 
plaques in Alzheimer’s disease. 

Referring to writing concerned with the autobiographical 

or biographical, it can, for example, present in the form of a 
diary, comic, picture or photo book, but also as a blog. 

An imaging methodology that assesses the environment of 
hydrogen atoms in the body, specifically depending on the 
inherent magnetism of the nuclei at the centre of atoms. 

The methodology yields information on the anatomy of an 
organ and is often complementary to information obtained 
using Computer tomography. MRI can also yield functional 
information by detecting alterations in the environment 

of hydrogen atoms following external stimuli (compared 

to Positron emission tomography, which relies on 
administration of specifically labelled drugs into the blood 
stream). 

Defining the transitional stages of gradually decreasing 
cognitive performance that lead up to a diagnosis with 
Alzheimer’s disease or another form of Dementia. The term 
is also used to describe a less-than-normal cognitive state or 
performance that will not necessarily lead to a diagnosis with 
dementia. 

In the context of film, a term referring to the arrangement 

of objects within a single frame during filming, including 
lighting and background. 

Referring to the movement arising from the profound 
industrial, societal and cultural shifts during the final decades 
of the nineteenth century - a period additionally marked by 
the feeling of loss of certainty in the wake of the Great War. 
The modernist novel leaves behind the tradition of the all- 
knowing narrator typical, for example, of the classical Family 
novel. Instead, it works with mimetic approaches, that is, text 
mimicking or imitating confusion or fragmentation. It also 
uses narrative strategies such as Free indirect style to admit 
the reader into the lived experience of its characters. See also 


Inward turn and, by comparison, Postmodernism. 
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Multiple sclerosis 


Narrator 


Neurofibrillary tangles 


Neuronovel 


Neurotransmitter 


Nosology 


Nucleus 


Ontogeny 


Parkinson’ disease 
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A progressive, degenerative neurological condition in which 
the immune system attacks the casing that is wrapped 
around nerve fibres. This myelin sheathing supports signal 
transmission, and its loss can impair motor control, vision or 
speech; neuropsychological symptoms such as memory loss 
are less frequent. 

The character telling the story in a piece of writing or a film. 
Taking two films considered in this book as examples: an 
extradiegetic narrator does not feature within the story or 
action of a film, like the voiceover in Black Daisies for the 
Bride; an intradiegetic narrator has her own role in the story 
told, like Tilda in Honig im Kopf. 

The appearance of the aggregated Tau protein in Alzheimer’s 
disease. Particular elements of normal tau are chemically 
altered (specifically, they are hyperphosphorylated) such that 
the resulting protein molecules link together, which impairs 
their function. 

Novels in which mind is reduced to brain. In the case of 
narratives featuring Dementia or Alzheimer’s disease, the 
narrative strategy is often defined by disease characteristics. 
Molecules (like Acetylcholine) typically produced in specific 
sets of brain cells characteristic of distinct Brain areas (like 
cholinergic nerve cells in the basal forebrain). They are 
released in response to electrical impulses and propagate 
information to surrounding cells. See also Cholinergic 
hypothesis. 

The classification of diseases; also referring to the 
understanding of a specific disease and its characteristics. 
The structure within the cell that contains the DNA. The 
term is also used in chemistry and physics to describe the 
centre of an atom. See Magnetic resonance imaging. 
Referring to the development of an individual organism, 
from fertilization to its mature form. Ernst Haeckel (1834- 
1919) hypothesized the recapitulation of Phylogeny in the 
foetus’s ontogeny, with the foetus, over the nine-month 
gestation period, passing through the different evolutionary 
developmental stages of the human species. 

One of the most frequently diagnosed neurodegenerative 
diseases in older age. The condition predominantly presents 
with impaired motor function. Like Alzheimer’s disease, 
Parkinson's disease continues to be incurable, but there is 
better Drug treatment available that can alleviate symptoms 


Pathogenesis 
Pathology 


Peptide 
Phylogeny 


Plot 


Positron emission 
tomography (PET) 


Postmodernism 


Protein 
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over a longer time period. Parkinson’ disease can co-present 
with a particular form of Dementia termed Lewy body 
dementia. 

Concerning the origin and development of a disease. 

The medical discipline concerned with the description of 
disease processes. A disease is usually diagnosed based on the 
analysis of tissue samples (e.g. skin or brain tissue) and the 
detection of specific Biomarkers. The term also refers to the 
progression of a disease itself. See also Histology. 

A short Protein; for example, Amyloid peptide. 

Describing the evolutionary path of an entire species. Ernst 
Haeckel (1834-1919) hypothesized the recapitulation of 
phylogeny in the foetus’s Ontogeny, with the foetus, over the 
nine-month gestation period, passing through the different 
evolutionary developmental stages of the human species. 
Referring to how the events in a story are arranged and told 
within the account as presented to the reader; not necessarily 
organized in logical or chronological order. 

An imaging methodology that traces the distribution 

of specifically labelled compounds, commonly a 
radiopharmaceutical form of glucose, fludeoxyglucose 
(abbreviated FDG). Glucose is essential for cellular activity, 
which means that data collected by means of PET yields 
information about cellular activity. Using Computer 
tomography, PET images of several individual planes 

are combined to yield three-dimensional information. 

See, by comparison, Single photon emission computed 
tomography, which uses a tracer that is not taken up by 

the cell. 

Identifies the period of rapid changes after the Second 
World War; also used to describe a social force evolving 

in negotiation with these transitions; a period demanding 
flexibility and spontaneity in lifestyle choices, but also leading 
to the experience of fragmentation and dislocation - notions 
reflected in postmodern literary experimentation. See, by 
comparison, Modernism. 

The basis of cellular structures and components, 

such as Tau protein. Proteins are also essential for 

the physiological functioning of the body, like, for 

example, Acetylcholinesterase terminating the action of 
Acetylcholine. 
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Psycholinguistics 


Reifungsroman 


Single photon emission 
computed tomography 
(SPECT) 


Sociolinguistics 


Tau protein and tau 
hypothesis 


Theory of mind 
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In the context of research related to Alzheimer’s disease 
and other forms of Dementia, referring to the study of 

the patients gradual language breakdown. The discipline 
emphasizes parallels between deteriorating linguistic skills 
and cognitive decline. See, by comparison, Sociolinguistics, 
which focuses on remaining linguistic abilities. 

Also termed ‘midlife novel’; the novel’s main character is 
often of middle or older age, and experiences the awareness 
of their own ageing as a process of becoming wiser. 
Considered a particular type of the Bildungsroman. 

An imaging methodology that measures blood flow, and 
blood supply to an organ. A radioactive tracer is injected 
into the blood stream, and its journey through the blood 

is detected by recording the emitted gamma-ray radiation. 
The methodology is combined with Computer tomography 
to allow for recording of a series of images which are then 
combined to yield three-dimensional information. Data 
collected is understood as informing about organ function 
rather than organ anatomy. Unlike glucose in Positron 
emission tomography, the tracer is not taken up into cells. 
This means that SPECT does not inform about cellular 
activity itself. 

In the context of research related to Alzheimer’s disease 
and other forms of Dementia, referring to the study 

of the patient’s remaining linguistic abilities with an 
emphasis on context and engagement. See, by comparison, 
Psycholinguistics, which focuses on language breakdown. 
Tau usually features as an essential cytoskeletal Protein in 
the brain, giving structural stability to the architecture of 
individual cells. In Alzheimer’s disease, this tau protein is 
aggregated. It is hyperphosphorylated, that is, chemically 
altered, such that the protein is structurally and functionally 
changed, appearing in a fibrillary and tangled form. The 

tau hypothesis claims that characteristic distribution 
patterns of Neurofibrillary tangles in the brain allow for 
the differentiation of various stages in the Pathology of 
Alzheimer’s disease. 

An individual’s awareness of the existence of another person's 
mind; the knowledge of how to interpret one’s own as well as 


the other person’s thought processes. 
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